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ABSTRACT:
STATE-ADMINISTERED PROGRAMS FOR HIV-RELATED CARE

Objectives

The objectives of this study are to describe and analyze a range of state-

administered, government programs available to cover and finance the health care

needed by people infected with the human immunodeficiency virus (HIV). The study

focuses on: Title II programs of the Ryan White CARE Act; Medicaid 2176 home and

community-based care waiver programs; state-funded, non-Medicaid, medical

assistance programs; and the actions of state health departments that address the

incidence of tuberculosis, especially among people with HIV illness. The research also

presents assessments that administrators of AIDS service organizations at the state

and local level have about how well each of these state-administered public programs

(as well as the federal Medicare program) addresses the health care needs of people

with HIV in their states. The project collected data on these state-administered public

programs with a series of nine separate surveys that were mailed to program

administrators in each state. Successful innovations developed by individual states

that implement a comprehensive range of state-administered programs can serve as

models to guide other states in developing AIDS-related policies that assure that all

people with HIV have access to necessary health and care-related services.



EXECUTIVE SUMMARY

Objectives

The objectives of this study are to describe and analyze a range of state-

administered, government programs available to cover and finance the health care

needed by people who are infected with the human immunodeficiency virus (HIV).

The study focuses on: Tile II programs of the Ryan White CARE Act; Medicaid 2176

home and community-based care waivers; state-funded, non-Medicaid, medical

assistance programs (MAP); and the actions of state health departments that address

the incidence of tuberculosis (TB), especially among people with HIV illness. The

research also presents assessments that administrators of AIDS service organizations

(ASOs) at the state and local level have about how well each of these state-

administered public programs (as well as the federal Medicare program) addresses

the health care needs of people with HIV in their states.

Survey Results

The project collected data on these state-administered public programs with a

series of nine separate surveys that were mailed to program administrators in each

state during 1995 through 1997. These surveys of the administrators of the various

state-administered public programs identify states that have developed innovative

policies to assist people with HIV gain access to needed health services. These

innovative policies can then be used as models to assist other states in the

development of similar AIDS-related policies for their states.

Title II Programs

The Ryan White Comprehensive AIDS Resource Emergency (CARE) Act

became law in August, 1990 with the objective to improve both the quality and
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availability of care for people with HIV disease and their families. Tile II of the CARE

Act allows states to allocate funds among any or all of four areas: to cover home-

based health services; to provide medication and other treatments; to continue private

health insurance coverage; or to fund HIV care consortia.

Title II Funding Allo6ations. The study presents how the states are allocating

Tile II funds, with most states spending the largest share of Tile II funds on HIV

consortia.a Among the programs and services that Tile II administrators considered

to be most effective at meeting the care needs of people living with HIV are: the HIV

consortia; the HIV/AIDS DAPs; case management; and various home health services.

The Title II administrators in most states expect the number of Ttile II beneficiaries to

increase. If federal funding for Title II programs does not increase to keep pace with

the increasing number of people expected to receive Ttile II benefits, then the Title II

programs may not be able to provide services for all eligible people.

Consortia. The study identified a range of medical and support services that

the HIV consortia funded by Title II provided during 1995 in the various states. Among

the most effective consortia services identified by the study are: case management,

primary medical care, drugs/medication, dental care, and home care. However, as

the response from a Ttile II administrator in Florida summarized: “a single service

cannot be identified as [most effective]. It is the continuum of care that makes Title  II

effective - the broad array of services covered [in Florida].“ The services identified in

Table 2-3 in the Final Report of this study offer examples of the broad array of medical

P

a The Ttile  II surveys were completed before the approval by the Food and Drug
Administration of the protease  inhibitors. The expense of these new drugs, when used
in combination therapies, may change this allocation of funding among Ttile  II
programs.

. . .
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and support services that comprise the continuum of care needed by people with HIV

illness to guide the HIV consortia funded by Title II.

The study also identified the medical and financial criteria necessary for

individuals to become eligible for HIV consortia services. The study documents that

the state Trle II programs have established generous income eligibility standards for

services provided by HIV consortia, especially when compared to Medicaid eligibility

standards. Hence, HIV consortia funded by Tile  II can provide services to people

infected with HIV who have incomes too high to become eligible for Medicaid

coverage.

To coordinate HIV consortia programs with the state Medicaid programs,

Medicaid representatives serve on Title II boards and committees in a number of

states. In addition, case managers can assist individuals who have HIV disease with

the Medicaid eligibility process. This role for case managers is important because a

number of state AIDS program directors identified the Medicaid eligibil ity/application

process as a barrier to the coordination of Medicaid with the Title II programs.

Another barrier to Medicaid/Title II integration and coordination mentioned by AIDS

program ‘directors in a number of states is the administrative separation of the two

programs in different state agencies. Coordinated meetings and cross-training

programs can help overcome the integration problems created by this separate

administration of the Medicaid and Tile II programs.

Generous eligibility criteria and coverage of a broad array of medical and

support services by HIV consortia allow these Title II programs to strengthen the

public-sector safety net for financing the care needed by people with HIV-related
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illness. HIV consortia funded by Title II provide needed care to people with HIV

disease before they become eligible for Medicaid or Medicare.b

HIV/AIDS Drug Assistance Programs. Most Title II-funded DAPs had

formularies, with the number of drugs included ranging as high as 191 medications in

New York during 1995. The decision to add new drugs to the DAP formulary is made

by a board, panel, or committee in most states, with a number of states noting that the

cost of medications or the availability of funds affects these decisions. Although it

would allow health providers to prescribe the most appropriate drug therapies, the

DAPs in some states do not allow the off-label use of medications.

The study also identified the medical and financial criteria necessary for

individuals to become eligible for DAPs. The study documents that the state Tile II

programs have established generous income eligibility standards for services provided

by DAPs, especially when compared to Medicaid eligibility standards. Hence, DAPs

funded by Tile II can provide drug therapies to people infected with HIV who have

incomes too high to become eligible for Medicaid coverage.

DAPs  funded by Tile II in a number of states cover the prescription drug needs

of Medicaid recipients with HIV or AIDS in excess of the Medicaid limits implemented

in these states. However, the DAP in South Carolina responded that due to the lack

of funds it can no longer cover the drugs needed by Medicaid recipients with HIV or

b For a person with HIV illness to become eligible for Medicare requires meeting
eligibility criteria for Social Security Disability Insurance (SSDI), including
disability status, sufficient work-related history, and a 29-month  waiting period (5
months from disability status for SSDI payment to begin, then 24 additional
months for Medicare coverage to begin). (See Baily, M., Biiheimer, L.,
Woolridge, J., Langwell, K., and Greenberg, W. “Economic Consequences for
Medicaid of Human lmmunodeficiency Virus Infection.” Health Care Financinq
Review (1990 Annual Supplement): 97-108.
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AIDS that exceed the drug utilization limits implemented by the Medicaid programs in

that state. DAPs also can provide drug coverage to people with AIDS or HIV who are

in the process of becoming eligible for Medicaid beneffis.

DAPs in a number of states reported the use of waiting lists. Given the

encouraging results of the new protease  inhibitors in treating HIV infection, and the

$12,000 to $15,000 annual cost of these and other drugs per person when used in a

combination therapy or a “three-drug cocktail”, the DAPs~funded  by Tile II will face

increasing fiscal pressures (Altman, 1996; Winslow, 1996). In fact, some states are

already tightening eligibility, reducing the number of covered drugs, or implementing

copayments (McGinley,  1996). If federal funding for Tile II programs in the future

does not keep pace with the expected increase in the number of people eligible for

Tile II services, and the costs of services provided, then the public-sector safety net

for financing HIV-related care will be weakened.

Home and Community-Based Care. The study identified a range of home

and community-based care services funded by Tile II in various states during 1995.

Among the most effective services identified by the study are: case management,

personal/attendant care, homemaker/chore services, home I.V. therapy, and

transportation.

Coordination of the Title II programs with the Medicaid Home and Community-

Based Care Waiver programs will increase the range of services available to people

with AIDS and HIV infection while conserving limited Title II resources. Contracting

with Medicaid-certified providers of home and community-based services will allow the

Ttile II, programs to promote the continuity of care as patients become eligible for

Medicaid, as well as help assure that Title II is the payer of last resort.
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Health Insurance Continuation Programs. In all states implementing the

health insurance continuation program with Tile II funds, the programs cover health

insurance premiums, with a few states also covering copayments, coinsurance, and/or

deductibles. The study documents that the state Title II programs have established

generous income eligibility standards for assistance provided by the health insurance

continuation programs. Hence, the health insurance continuation programs funded by

Tile II can provide coverage to people infected with HIV who have incomes too high

to become eligible for Medicaid coverage.

Title II Summary. Generous eligibility criteria and coverage of a broad array of

health services by the programs funded by Title II of the CARE Act strengthens the

public-sector safety net for financing the care needed by people with HIV-related

illness. Title II programs provide needed care to people with HIV disease before they

become eligible for Medicaid or Medicare. Generous eligibility criteria (or no income

restrictions in some states), however, can become a double-edged sword. If federal

funding for Tile II programs is not sufficiently increased to keep up with the increasing

number of people expected to receive benefits from Title II programs, or if future

federal Medicaid reform allows the states to establish even more restrictive Medicaid

eligibility standards, then the Tile II programs may not be able to provide services for

all eligible people. This could result in the use of waiting lists, reduced services, some

other forms of rationing, or the implementation of more restrictive eligibility criteria. For

example, the DAPs funded by Title II of the CARE Act in a number of states have

implemented waiting lists for people to receive medications because funding is not

?f- adequate to meet the need for this coverage. If federal funding for Tile II programs in

the future does not keep pace with the expected increase in the number of people
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eligible for Tile II services, then the public-sector safety net for financing HIV-related

care will be weakened.

Medicaid Home and Community-Based Care Waivers

The Medicaid Home and Community-Based Care Waiver programs allow the

states considerable flexibility in defining the groups of people to be served and the

range of services to provide. These waivers allow the states to implement innovative

programs to provide community-based, long-term care to people with AIDS. Given

their disability status, people with AIDS who meet the more generous eligibility

standards established for these waiver programs may receive services from the

Medicaid Home and Community-Based  Care waiver programs for the Elderly and

Disabled or from a separate waiver for the Disabled (Buchanan, X396).’  In addition,

15 states and the District of Columbia (implemented in December, 1996) have

established AIDS-specific Medicaid Home and Community-Based Care waiver

programs and Maine expects to implement this AIDS-specific waiver during 1997.

Case management services are advocated as critical to the care of people with

AIDS, with the role of the case manager extending beyond the coordination of health

services to include helping people with AIDS cope with their social and emotional

needs. As Tables 6-1, 6-3, and 6-5 in the Final Report for this project demonstrate,

the Medicaid Home and Community-Based Care waiver programs for people with

AIDS, the Elderly and Disabled, and for the Disabled offer case management services

in most states. Case management was identified by Medicaid administrators in the

survey conducted for this research as among the most effective waiver services

’ These waiver programs for the disabled, however, are limited in many states to
the developmentally disabled.

. . .
VIII



provided to people with AIDS. Other services provided by these waiver programs that

the Medicaid administrators identified as most effective at meeting the care needs of

people with AIDS are: personal care, homemaker services, assistive technologies,

emergency response, medical social services, in-home and inpatient respite care,

counseling, home intravenous therapy, nutritional counseling and supplements,

attendant care, hospice care, home-delivered meals, and unlimited prescription drug

coverage. (See Tables 6-2, 6-4, and 6-6 in the Final Report.) State Medicaid

programs not administering the AIDS-specific waiver program can include these

services in their waiver programs for the elderly and disabled. Since people with AIDS

are typically eligible for these waiver programs due to their disability status, even states

without the AIDS-specific waiver can then offer Medicaid recipients with AIDS a broad

range of needed home care and community-based services.

State-Funded Medical Assistance Programs

A number of states implement state-funded MAPS to provide health care to low-

income people. However, a review of the literature revealed no published papers that

describe these programs. A two-step survey process was used to identify states that

implemented state-funded MAPS during 1997 and to collect data describing, eligibility,

coverage, and payment policies for these programs.

Typically, requirements for MAP eligibility are restrictive but the range of health

services covered tends to be comprehensive in most states. MAP payment levels for

the health services included in the study typically are less than the Medicaid payment

level, which may make it difficult for MAP beneficiaries to gain access to these

services. In spite of these eligibility and payment level

MAPS can provide health coverage to people with HIV

ix
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insurance. As Table 7-2 in the Final Report illustrates, most of these state-funded

MAPS cover a comprehensive range of health services needed by people infected with

HIV, including acute care services and prescription drugs, as well as necessary home

and community-based care and support services.

AIDS Service Organizations

Public programs are the primary payers for the health and care-related services

provided to people with HIV. The coverage, payment, and utilization policies

implemented by these public programs affect the care that people with HIV receive.

ASOs  were surveyed to identify  effective services covered, and effective services that

are not covered, by these public payers of HIV-related care, as well as to identify

problems that people with HIV illness have with these programs.

As Table 8-l in the Final Report illustrates, the state Medicaid programs cover a

range of health services that meet the needs of people with HIV, with prescription drug

coverage mentioned most frequently by the ASOs. However, a number of states place

restrictive utilization limits on these health services (for example, three prescriptions

per month), often below the levels needed by people with HIV illness. Table 8-1 in the

Final Report also presents effective health and care-related services that the state

Medicaid programs do not cover. All of these services can be provided with the

Medicaid home and community-based  care waiver programs for people with AIDS/HIV

and for the elderly and disabled (people with AIDS can access this programs due to

their disability status). Expanded use of these waiver programs would allow the state

Medicaid programs to target effective health and care-related services to people with

/? HIV illness. In addition, due to more generous income eligibility standards, it is easier
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for people with HIV to qualify for these waiver services than for traditional Medicaid

coverage (Buchanan, 1996).

Table 8-2 in the Final Report presents effective health and care-related services

provided to people with HIV that are funded by Title II of the Ryan White CARE Act. In

addition to prescription drugs and physician services, the Tile II programs offer

support-related services such as food and nutrition, transportation, alternative

therapies, mental health and support groups, adult and child day care, and legal

services. Limited funding for Title II programs was the problem most frequently

identified by the ASOs.  A number of ASOs also mentioned a lack of awareness of

Tile  II programs as a problem for people with HIV illness.

As Table 8-3 in the Final Report summarizes, the ASOs  identified a blend of

both health care and social services funded by Tile I of the Ryan White CARE Act as

most effective at meeting the needs of people with HIV illness. One AS0 responded

that the Tfile I program in its service area does not cover support services for family

and friends of people with HIV disease, with these people feeling “left out.” Another

AS0 reported the lack of transportation to care results in the loss of care.

As Table 8-4 in the Final Report presents, the Medicare program covers a range

of health services necessary for the treatment of acute illness, except for prescription

drugs. Given the success of the combination drug therapies in combatting the

progression of HIV disease, the ASOs  identified the lack of Medicare coverage of

prescription drugs as a major problem for people with HIV illness. One AS0

responded that if Medicare was “the only health insurance a disabled person has, lack

of access to medications is a significant problem.” Another AS0 noted that given the

focus of Medicare coverage on acute care/medical care, the lack of Medicare
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coverage of support services is a problem for people with HIV disease. The length of

time for Medicare eligibility (29 months) is a severe problem for people with HIV illness.

Medicare cost sharing responsibilities can be more than most people with AIDS can

afford.

One AS0 responded that the Tile  II programs need to address the concerns of

people who may recover from HIV-related disability with job and re-education

programs. Given the success of the combination drug therapies in combatting the

progression of HIV disease, all public programs covering HIV-related care, not just the

CARE Act programs, will need to address the. health and care-related needs of people

who recover from HIV-related disability. If people recover from HIV-related disability,

will they lose their disability status? This disability status, for example, is a key element

of eligibility for Medicaid coverage. Without this coverage, will they still have access to

the combination drug therapies and other health and care-related services that led to

their recovery? The eligibility of people who recover from HIV-related disability for

public programs will become an increasingly important issue in the near future as new

developments in drug therapies and other treatments combat the progression of HIV

disease.

Tuberculosis Control Policies

Incentives and Enablers for Compliance with TB Drug Regimens. The

results of the survey conducted for this study indicate that public health departments

in almost all states are implementing the incentives and enablers that TB experts

advocate to encourage patients to comply with drug regimens in efforts to control this

disease. The implementation of these TB incentives, along with public health

screening and treatment programs combined with dramatically increased federal
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funding for TB control during federal fiscal year 1993, may help to explain why the

incidence of TB resumed its long term decline in the United States in 1993 after a

decade of resurgence.

Public Programs to Fund Treatment Services. Aggravating and enhancing

the threat of TB in the United States has been the emergence of AIDS. The spread of

TB among people with AIDS has important public health consequences because TB

may be the only AIDS-related disease that can be transmitted to people who are not

infected with HIV (Hopewell, 1992). With the increasing incidence of AIDS in the

United States, public health programs must be maintained and expanded to control TB

to protect the public health and the health of people with AIDS.

Based on the results observed in New York Cii and other areas, DOT

programs have been successful in the control and treatment of TB. Similarly, nursing

case management offers a comprehensive approach to TB treatment, assigning

outreach workers, initiating DOT, and assisting the TB patient with any necessary

services to ensure compliance with therapy. According to the responses to the survey

conducted for this study, public health departments in all states reported the use of

DOT programs and most states utilized nursing case management.

The increased use of nursing case management, TB outreach workers, and

DOT programs to treat and control TB may require increased public health

expenditures during the short term in a political environment of contracting public

resources. However, each dollar spent on TB control programs produces savings of

three to four dollars in averted TB treatment costs, with even greater savings produced

by controlling multi-drug resistant TB Institute of Medicine, 1992). Hence, nursing
r\
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case management, DOT, outreach workers and other TB control efforts are highly

cost/effective (Frieden, et al., 1995).

Evaluating TB patients for eligibility for Medicaid, Medicare, and the Ryan White

programs can provide resources to care for people with TB. The home and

community-based care programs funded by Medicaid and by Tile  II of the CARE Act

can be especially helpful to public health departments in the fight against TB, covering

case managers, outreach workers, and the health professionals for DOT programs

provided to eligible people with TB.

The results of the survey conducted for this study indicate that public health

departments in almost all states are implementing the programs and policies that TB

experts advocate to control this disease. The resurgence of TB in the United States

during the 198Os, however, illustrates that the danger of TB to the nation’s health is a

constant threat. Utilizing Medicaid, Medicare, and the programs funded by the Ryan

White CARE Act can provide additional resources to fund case management, directly

observed therapy, outreach programs, and other services that are effective at

combatting TB among people with HIV infection.

Policy Implications

This study creates a state-by-state archive of state-administered health

programs available to people with HIV. These data help identify any holes in the

public-sector safety net of health coverage for people with HIV-related conditions and

identify  other state-administered programs that help close these gaps in coverage.

Successful innovations developed by individual states that develop a comprehensive

range of state-administered programs can serve as models to guide other states in
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developing AIDS-related policies that assure all people with HIV have access to

necessary social and health services.

Conclusions

Given the success of the combination drug therapies in combatting the

progression of HIV disease, all public programs covering HIV-related care will need to

address the health and care-related needs of people who recover from HIV-related

disability. If people recover from HIV-related disability, will they lose their disability

status? This disability status, for example, is a key element of eligibility for Medicaid

coverage. Without this coverage, will they still have access to the combination drug

therapies and other health and care-related services that led to their recovery? The

eligibility of people who recover from HIV-related disability for public programs will

become an increasingly important issue in the near future as new developments in

drug therapies and other treatments combat the progression of HIV disease. The

recovery from HIV-related disability and adequate funding for public programs to

provide health coverage to people with HIV are among the most important HIV-related

issues in future public policy debates.
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Chapter 1
The Ryan White CARE Act:

The Allocation of Title II Funding Among Programs by the Statesa

Introduction

The Ryan White Comprehensive AIDS Resource Emergency (CARE) Act

became law in August, 1990 with the objective to improve both the quality and ’

availability  of care for people with HIV disease and their families.’ This legislation

authorized: grants to metropolitan areas with the largest number of AIDS cases to

help provide emergency services (Title I); grants to the states to improve the quality,

availability, and organization of health and related support services (Title II); grants to

state health departments for AIDS early intervention services (Title Ill-a) and

community-based primary care facilities (Title III-b); and grants for research and

evaluation initiatives (Title lV).2 Title II allows states to allocate funds among any or all

of four areas: to cover home-based health services; to provide medication and other

treatments; to continue private health insurance coverage; or to fund HIV care

consortia.3  The objective of this paper is to identify how the states are allocating Title

II funds among these four areas, as well as for planning, evaluation, and

administration. (The states may use up to 10 percent of Title II funds for planning,

evaluation, and administration.)4  In addition, the paper presents the number of

people receiving Title II benefits in each state, as well as the assessments of which

Title II services or programs are the most effective at meeting the care needs of

people with HIV.

.

This research is published in AIDS & PUBLIC POLICY JOURNAL, Vol. 12, No.
3, 1997.
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Methodology

To identify how the states are allocating Title II funds, the state AIDS program

directors were surveyed. The names and addresses of these directors in each state

were obtained from the National Alliance of State and Territorial AIDS Directors’ and

the federal Health Resources and Services Administration.’ A questionnaire was

mailed to the AIDS program directors in May, 1995, with three additional mailings sent

to states not responding. When the survey was completed in early 1996, AIDS

program directors (or their staffs) in 49 states and the District of Columbia provided

data (no reply was received from Rhode Island). The survey responses were

summarized into tables and mailed to the survey participants for verification and

updates in April, 1996.

Funding Allocation

The questionnaire asked the AIDS program directors to indicate how Tile II

funds were allocated among HIV consortia, HIV/AIDS drug assistance programs

(DAP), home and community-based care, continuity of private health insurance

coverage, and planning, evaluation, and administration in their state during 1995, 1994,

and 199&  The responses are summarized in Table l-l. In most states the majority of

Title II funds were allocated to HIV consortia. In many states the funding trend has

been a declining percentage of funds allocated to HIV/AIDS DAP and an increasing

percentage of funds allocated to HIV consortia. In a number of states the AIDS

program directors reported that while funds may not have been directly allocated to a

particular program area, HIV consortia provided these services. In Texas, for example,

home and community-based care services and the continuation of private health

insurance are among the services provided by HIV consortia. In addition, in
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Table l-l
Programs Funded by Title II of the Ryan White CARE Act during 1995:

Allocation of Funding

Arizona

Arkansas

Caiffmia

Colorado

Connecticut

Delaware

District of
Columbia

activities activities activities
76.5% 75.4% 46.8% 17.9% 21% 50.5% 0% 0% 0% 0% 0% 0% 5.6% 3.6% 2.6%

97% 90% 91% 60% 60% 60% no no no no no no 10% 10% 10%
answer answer answer  answer answer answe

50% 50% 50% 30.3% 30% 29.5% 4.7% 4.7% 7.0% 5.0% 5.3% 3.5% 10% 10% 10%

84.5% 84.8% 47% 3.1% 3.4% 37% induded in 6% 2.4% 1.8% 0% 19% 10% 10%.
consortium

67% 65% 55% 23% 25% 35% 0% 0% 0% 0% 0% 0% 10% 10% 10%

50% 45% 21% 25% 29% 35% 13% 10% 1 8 %  10% 15% 24% 4% 2% 3%
(indudes  treatments)

55% 59% 54% 21% 22% 21% 14% 9% 15% not applicable 10% 10% 10%

Florida

Georgia

Hawaii

kkh0

Illinois

Indiana

51% 53% 50% 31% 34% 37% not applicable 12% 7% 4% 6% 6% 9%

55% 57% 50% 21% 22% 32% 1% 1% 1% 16% 14% 13% 7% 6% 4%

45% 45% 45% 24% 24% 24% 0% 0% 0% 21% 21% 21% 10% 10% 10%

46.8% 46.8% 0% 48.2% 48.2% 95% not applicable not applicable data not available

72% 70% 50% 11% 10% 31% 0% 0% 0% 11% 13% 10% 1% 2% 4%

53% 36%. * 42%* 58% * 0% 0% l 0% 0% * 5% 6% *
* data not available; * We have carryover from our first year that we will be adding to this [drug assistance] program

The actual amount will increase.
Iowa 90% 90% 90% induded inconsortia 0% 0% 0% 0% 0% 0% 10% 19% 10%

program decentralized
Kansas

Kentucky

Louisiana

Maine

Maryland

MassachUSettS

Michigan

36% 38% 0% 44% 42% 72% 7% 7% 9% 3% 3% 9% 10% 10% 10%

0% 0% 0% 38.9% 39.3% 32.4% 37.5% 41.1% 43.4% 21.3% 18.9% 20.0% 2.3% 0.7% 4.2%

75% 75% 75% 0% 9% 0% 15% 15% 15% 10% 10% 10% 5% 5% 5%

0% 0% 0% 40% 0% 3 5 %  52% 42% 40% 0% 0% 0% 10% 0% 0%

68% 65% 71% 13% 14% 7% 9% 11% 12% 0% 0% 0% 10% 10% 10%

75% 75% 75% 10% 10% 10% 10% 10% 10% 0% 0% 0% 5% 5% 5%

80% 78% 75% 10% 10% 10% 2% 5% 8% 0% 0% 0% 5% 6% 4%
(During 1995 an estimated 2% of total spending was allocated to women, children and families.)

Minnesota

Mississippi

Missouri

Montana

Nebraska

not applicable 11% 15% 46% 70% 54% 41% 9% 21% 13% 10% 10% 10%

0% 0% 0% 86% 66% 66% 33% 33% 33% 0% 0% 0% 0%. 0% 0%

50% 50% 50% 24% 22% 42% 0% 0% 0% 0% 0% 0% 10% 10% 10%

51.0% 52.8% not 42.0% 40.0% not 0% 0% not 7.0% 7.2% not 0% 0% not
avail. avail. a v a i l . avail. avail

56% 42% 20% 34% 42% 67% 0% 0% 3% 0% 6% N.A. 10% 10% 10%
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Table l-l
Programs Funded by Tiie II of the Ryan whie  CARE Act during 1995:

Allocation of Funding

North  Dakota 86% 86% 86% 66% 66% 66% 0% 0% 0% 0% 0% 0% 10% 10% 10%

Ohio 60% 60% 60% 30% 30% 30% 2% 2% 0% 0% 0% 0% 4% 4% 0%

Oklahoma 32% 23% 22% 46% 48% 71% 16% 20% 0% 0% 0% 0% 7% 8% 7%



Wisconsin state funds purchase medications and pay premiums for the continuation of

private health insurance.

The Number of Tiile II Beneficiaries

The questionnaire asked the AIDS program directors to “provide the number of

people with HIV who received benefits from all Tile II programs in your state during

1994.” These data are reported in Table l-2. The questionnaire also asked the AIDS

program directors to estimate how the number of people receiving Tie II benefits in

their state during 1995 compared to 1994 and to compare the number of Tile  II

beneficiaries in 1994 to the number in 1993. As Table 1-2 illustrates, the AIDS

program directors in most states responded that the number of Tile II beneficiaries

increased in 1995 and 1994 when compared to the previous year.

Effective Tile II Services

The questionnaire asked the AIDS program directors to list the Title II services

and programs most effective at meeting the care needs of people with HIV in their

state during 1995. Their responses are summarized in Table l-2. Among the most

frequently mentioned services or programs are: the HIV consortia; the HIV/AIDS

DAPs;  case management services; and various home health services. However, as

Table l-2 illustrates, the survey identified a wide range of services and programs that

the AIDS program directors considered most effective at meeting the care needs of

people living with HIV. As the response from Virginia indicates: “This [listing of the

most effective Ttile II services and programs] is difficult to say because [rile II] is

considered such a successful program.”
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Table l-2
FVograms  Funded by Tii II of the Ryan Whii CARE Act during 1995:

The Number of People Receiving Tii II BeneWs  and Medicaid Coordination with lip II

increasein  1995 increase in

Home 8 Community Based Care Prog

noanswertothequ&ion
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Table l-2
ProgramsFundedbyT~IIoftheRyanWhiteCAREAdduri~l1995:

Tha Number of People ReceMng  TII II Ben&k and Mediiid  CoordiMtion  wilh Ttie  II

revamped our entire  Tie II
. TennCamcovers  allM



Summary and Discussion

The study presents how the states are allocating Title  II funds, with most states

spending the largest share of Tile II funds on HIV consortia. Among the programs

and services considered to be most effective at meeting the care needs of people

living with HIV are: the HIV consortia; the HIV/AIDS DAPs; case management; and

various home health services. The AIDS program directors in most states expect the

number of Tile  II beneficiaries to increase. If federal funding for Title II programs does

not increase to keep pace with the increasing number of people expected to receive

Tiile II benefits, then the Tiile II programs may not be able to provide services for all

eligible people. This could result in the use of waiting lists, reduced services, some

other forms of rationing, or the implementation of more restrictive eligibility criteria.

Inadequate federal funding of CARE Act programs will weaken the public-sector safety

net for financing HIV-related care.

NOTE: Detailed discussions of each of the four programs funded by Tile II of the
Ryan White CARE Act in each state have been published in AIDS & PUBLIC POLICY
JOURNAL: Buchanan, “Consortia Programs Funded by Tile II of the Ryan White
CARE Act,” AIDS & PUBLIC POLICY JOURNAL 11(3), 1998; Buchanan and Smith,
“Drug Assistance Programs Funded by Tile II of the Ryan Whiie CARE Act,” AIDS &
PUBLIC POLICY JOURNAL 11(4), 1998; Buchanan, “Home and Community-Based
Care Programs Funded by Tile II of the Ryan White CARE Act,” AIDS & PUBLIC
POLICY JOURNAL 12(l),  1997; and Buchanan, “Health Insurance Continuation
Programs Funded by Title II of the Ryan White CARE Act,” AIDS & PUBLIC POLICY
JOURNAL 12(2), 1997.

Acknowledgements: The author thanks the state AIDS program directors and the
people on their staffs who took the time to answer the questionnaires that collected
the data necessary for this research. Without their cooperation this study would not
have been possible. This research was funded by the Health Care Financing
Administration, U.S. Department of Health and Human Services (grant #18-P-90288/5-
02). The views expressed in this paper are those of the author. No endorsement by
the Health Care Financing Administration is intended or should be inferred.
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Chapter 2
Consortia Services Funded by Title II of the Ryan White CARE A&

Introduction

The Ryan White Comprehensive AIDS Resource Emergency (CARE) Act (Public

Law 101-381) was enacted in August, 1990 to improve both the quality and availability

of care for people with HIV disease and their families.’ The original legislation

authorized: grants to metropolitan areas with the largest number of AIDS cases to

help provide emergency services (Title I); grants to the states to improve the quality,

availability, and organization of health and related support services (Tiile II); grants to

state health departments for AIDS early intervention services (Title Ill-a) and

community-based primary care facilities (Tiile  ill-b); and grants for research and

evaluation initiatives, including demonstration programs for pediatric AIDS research

(Title hQ2 Title II of the CARE Act allows states to allocate funds among any or all of

four areas to cover home-based health services, to provide medication and other

treatments, to continue private health insurance coverage, or to fund HIV care

consortia.3

Although the Ryan White legislation did not established income eligibility

restrictions for people to receive CARE act services, the law did specify that CARE Act

programs must be the payer of last resork4 However, Ryan White funds can be used

to pay for care provided to Medicaid recipients if the state Medicaid program does not

cover a needed health service or if a Medicaid recipient’s need for a health service

exceeds the Medicaid program’s limits on utilization. If a state Medicaid program does

-his research is published in AIDS & PUBLIC POLICY JOURNAL, Vol. 11, No.
3, 1996.
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not cover hospice care, for example, a Medicaid recipient can receive that service

through a program funded by the CARE Act, if available. Similarly, if a Medicaid

recipient needs more home nursing visits then allowed by the state Medicaid program,

programs funded by the CARE Act may pay for additional home nursing care.5

HIV care consortia are responsible for planning and coordinating a

comprehensive continuum of outpatient health and related support services6 The

CARE Act specifies five functions for consortia: assess the service needs of all

populations with HIV disease; develop a comprehensive continuum of outpatient

health and related support  services to meet the identified needs; promote the

coordination and integration of community resources; use case management to

assure continuity of services; and evaluate the consortia’s effectiveness at meeting

service needs and providing cost-effective alternatives to inpatient hospital care.’ The

objective of this paper is to identify how the states are using Title II funds to provide

consortia services. The paper discusses characteristics of the consortia established

by the states, the health services and related support services provided by the

consortia, medical and financial eligibility criteria, and coordination with the state

Medicaid program.

Methodology

To identify how the states are using Tile  II funds to implement consortia

programs, state AIDS program directors were sunreyed.  The names and addresses of

these directors in each state were obtained from the National Alliance of State and

Territorial AIDS Directors.’ In addition, the address file was updated with the names

and addresses of AIDS program directors obtained from the Health Resources and

Services Administration of the federal government.g
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Survey Process

A consortia questionnaire was mailed to these AIDS program directors in May,

1995. Three additional mailings of the questionnaires were sent to the states not

participating in the survey. When the survey was completed in early 1995, AIDS

program directors (or their staffs) in 48 states and the District of Columbia provided

consortia data (no replies were received from New Hampshire and Rhode Island).

The survey responses were summarized into tables and mailed to the AIDS program

directors for veriication and updates in April, 1996. Updates and any additional

information received during the veriication process were added to the final tables used

in this paper.

Incidence of AIDS

The incidence of AIDS and HIV infection varies widely among the states. Since

the focus of this paper is the implementation of HIV consortia programs funded by

Title  II during 1995, state-level AIDS rates per 100,900 population for 1995 were used

to put state-level policies for Title II consortia into the context of the incidence of AIDS.

The map for male adults/adolescent AIDS annual rates was used for this study to

present the incidence of AIDS throughout the United States, with each state assigned

to one of our four AIDS-incidence categories.” To illustrate the incidence of AIDS

throughout the United States, the states were classified according to reported cases:

highest incidence of AIDS (75 or more AIDS cases per 100,000 population); high

incidence (50 to 74.9 AIDS cases per 100,000 population); medium incidence (25 to

49.9 AIDS cases per 100,000 population) or low incidence (0 to 24.9 AIDS cases per

:-
100,000 population). Table 2-I summarizes the categorization of the states by the

incidence of AIDS.
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Table 2-l:
Categorization of the States by AIDS Incidence Rates for Males (1995)

LOW INCIDENCE (Less than 25.0 cases per 100,000 population): Alaska, Arkansas,
Idaho, Iowa, Indiana, Kentucky, Maine, Minnesota, Montana,Nebraska, New
Hampshire, New Mexico, North Dakota, Ohio, Oklahoma, South Dakota, Utah,
Vermont, West Virginia, Wisconsin, and Wyoming.

MEDIUM INCIDENCE (25 - 49.9 cases per 100,000 population): Alabama, Arizona,
Colorado, Illinois, Kansas, Massachusetts, Michigan, Mississippi, Missouri, North
Carolina, Oregon, Pennsylvania, Rhode Island, Tennessee, Virginia, and Washington.

HIGH INCIDENCE (50 - 74.9 cases per 100,000 population): Georgia, Hawaii,
Louisiana, Nevada, South Carolina, and Texas.

HIGHEST INCIDENCE (75 and over cases per 100,000 population): California,
Connecticut, Delaware, District of Columbia, Florida, Maryland, New Jersey, and New
York.

13



Survey Results: HIV Consortia Characteristics

Within broad guidelines specified in the CARE Act, the states were given

flexibility in determining the number of consortia to create and the geographic areas of

the states each would seme,  although states were required to balance the service

needs of areas with high and increasing incidence of HIV with the service needs of

rural areas.” The survey of the AIDS program directors asked how many Tie II HIV

consortia operated within their states during 1995. As Table 2-2 illustrates, the number

of consortia ranged from one in a number of states to as high as 44 in California. The

questionnaire also asked how the number of Tile II HIV consortia operating during

1995 compared to the number operating during 1994. As Table 2-2 presents, almost

all states reported that the number of HIV consortia operating during 1995 either

remained the same or increased when compared to 1994. In addition, the

questionnaire asked the AIDS program directors to estimate how the number of HIV

consortia expected to operate in 1995 compared to the number operating in 1995. All

states reported that the number of Tile II HIV Consortia was expected to remain the

same in 1995. (Given the consistency of responses, these 1995/1995 comparison data

are not reported in Table 2-2).

The questionnaire asked if any Tile II HIV consortia served rural areas during

1995, with all states responding yes. The District of Columbia responded that there

are no rural areas within its jurisdiction. Nevada reported that the one consortium in

the state “has three sub-coalitions that address major metro and rural areas.” The

AIDS program director in Tennessee noted that four of the five HIV consortia in that

state “cover primarily rural areas.”
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Table 2-2
HIV Consortia Funded by Tile II of the Ryan White CARE Act during 1995:

HIV Consortia Characteristics

Alabama

Alaska

Arizona

Arkansas

CaliforniaA

Colorado

ConnecticutA

Delaware

District of
ColumbiaA

FloridaA

Georgia

Hawaii

Idaho

Illinois

Indiana

Iowa

Kansas

Kentucky

Louisiana

Maine

MarylandA

Massachusetts

Michigan

Minnesota

Mississippi

Missouri

The Number of HIV The Number of HIV During 1995 Service
Consortia During Consortia in 1995 Priorities for HIV Consortia

1995 was: Compared to 1994 Were Established at:
a increased in 1995 local level

3 remained the same local level

5 decreased in 1995 local level

5 remained the same local level

44 increased in 1995 local level

5 remained the same state level

9 increased in 1995 state and regional level

1 remained the same state level

1 remained the same “D.C. is both state and
local level.”

12 remained the same local level

16 remained the same local level

1 remained the same state level

4 increased in 1995 local level

11 increased in 1995 local level

Indiana provides medical and support service with its Title II program but not through consortia.

4 remained the same state and local level

1 remained the same state level

Kentucky does not provide consortia with its Title II program but may in the future.

9 remained the same local level

Maine does not provide consortia with its Tile II program.

5 remained the same local level

21 increased in 1995 state and local level*
‘prioriiie support services through consortia at state level;

prioritize which support services and how to implement them at the local level.
a remained the same local level

Minnesota does not provide consortia with its Tile II program.
I I

Mississippi does not provide consortia with its Tile II program.

3 remained the same state and local level



Table 2-2
HIV Consortia Funded by Title II of the Ryan White CARE Act during 1995:

HIV Consortia Characteristics

Montana

Nebraska

Nevada

The Number of HIV The Number of HIV During 1995 Service
Consortia During Consortia in 1995 Priorities for HIV Consortia

1995 was: Compared to 1994 Were Established at:
5 remained the same local level

1 - statewide remained the same local level
4 - regional

1 ” remained the same state and local level

* The consortium in Nevada “has 3 sub-coalitions that address major metro and rural areas.”
New Hampshire

New JerseyA

New Mexico

New York”

North Carolina

New Hampshire does not provide consortia with its Title II program.

9 remained the same local level

New Mexico does not provide consortia with its Tile II program.

17 increased in 1995 local level

15 remained the same local level

North Dakota

Ohio

Oklahoma

Oregon

10 remained the same

9 remained the same

2 increased in 1995

a remained the same

I

state level

local level

state and local level

local level

Pennsylvania 7 remained the same . state and local level

Rhode Island no respons(e  to the survey

South Carolina

South Dakota

Tennessee

Texas *

Utah

Vermont

9 remained the same local level

South Dakota does not provide consortia with its Title II program.

5 remained the same local level

26 remained the same local level

I- statewide remained the same state and local level

1 remained the same state level
“Consortium has $30,000 budget, allowing it to serve as a coordinating, planning body,

not direct provider of services.”
Virginia 5 remained the same local level

Washington 17 increased in 1995 local level

West Virginia 1 remained the same local level

Wisconsin 9 remained the same state and local level

Wyoming “No true consortia in Wyoming. Our best effort has produced only a network. The lead agency is
the Health Department. We pay the bills individually as they are forwarded by case managers.”

*States with the highest incidence of AIDS.
Source: Robert J. Buchanan, Ph.D., Department of Community Health, University of Illinois, a 1995  survey of state
program administrators, Title II of the Ryan White CARE Act. This research was funded by a grant from the
Health Care Financing Administration, U.S. Department of Health and Human Services (grant # 16-P-90266/5-01).
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The CARE Act allowed flexibility to establish service priorities for the Title II HIV

consortia at either the state, regional or local levels.‘* The questionnaire asked at

which of these levels were service priorities of consortia established during 1995, with

the questionnaire providing the following options for responses: state level, local level,

other (please describe). As Table 2-2 documents, most states responded that

services prioritiesfor Title II HIV consortia were established at the local level during

1995.

The

health and

Survey Results: HIV Consortia Services

CARE Act specifies that HIV consortia coordinate a continuum of outpatient

related support setvices.‘3 Given the flexibility  the CARE Act gives to the

state Tile  II programs to establish services prioriiies (see Table 2-2), the questionnaire

asked the AIDS program directors to provide the services offered by HIV consortia

during 1995. To facilitate responses, the questionnaire offered a listing of 20 medical

and support services along with a response of “other (please describe),” Wih a

request to circle any that apply. The 20 medical and support services listed on the

questionnaire are:

medical care
mental health counseling
homemaker services
hospice care
home-delivered meals
HIV support groups
personal care

nursing care
substance abuse services
adult day care
transportation services
case managers
child care services
podiatry services

dental care
home health  services
respite care
benefits advocacy
housing referrals
legal services
other (please describe):

The medical and support services provided by the Title II HIV consortia in the

states and the District of Columbia are summarized in Table 23. In addition to the 20
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p DklJictd

t-
ColumbiaA

FbridaAI-
GeorgiaFHwaii

Idaho

Flllinois

The HN Cwwrtia  Sewices Funded by TII II in 1995:
mediil care. medM  health counseling, homedeUkered  meals, HlV support groups,

personal care, nursing care. IranqoMion  aewicas,  casa managers, dental care.
homeheaMlsatvkes. respik4  care, housing refenals,  legal sawices,  nubition

supplements,  medikations.  and financial assistance
payment  for  medical care, mental health counseling, Tiered meals, HN support_

g ps transportation services.  case mar&e&dental care, and bet&its  advocacy
madiiY~&.  mental haallh  counsalina .homamakersawicss.HlVsupportgraups,personal--

care,  nursing care, &anqoMM  services.  casa  managers.  de&l Car&ho&  h&l& services
resaitecara.ben&sadwcacv. hcusina referrals. lenal aewices.  nutritional assessments.___r.____._  ,--. -----  -- ~~  -s.

nub&&  suppleme&.  medii (nd?on  s&3 *m). and &able  rnadical  equi&nI
madiil care, mental health counwling.  substanca abuse sewices,

trawar@ian aelviwS,casemanagars,dantalcare,~edvocacy.
housing referrals, lagal  sewices,  and direct  financial assistance

i&iesamongtha44conso&. %Ue&elyallifnotmostservices are cowed by amsort&

mediil care, mental health counseling, homemakersarvkes.  hospice care, homadeliied
meals, HN support groups, pawnal care. nursing care. substance abuse services.

transportationsenrices.  casemanagers,dentalcare,homeheatth sewices,andmspitecare

medical care, mental health counseling, howmaker  servioes. home-delivered  meals,
HN support groups, personal care, substance abusa s&fices,tra~senrices,

casa  managers, child care senrices,pOdiisenrices,dWfalCa~,homehealthsenrices,
respite  care.  benetits advocacy, housing referrals. and lagal  sewices

mental health counssling,  home&&i meals Cmaals on site”), HN support groups,
substanceabuse services,  1~3ansportafion  servkes, casa managers, child care servims.
urpportservices,kKkfysecvices,congregatemeels,foodbank,andnutritionistservices

tranqwtation. HN support groups. and complementary theradks.
cass  managers, housing refarrals,  home care coordination

medii care.  mental health counseling, homemaker senfims,  hospice care (in home), home
deliiered  meals, HN support groups, personal care. nursing care, substance abuse services,
transportation servkes,case~.podiatryservices,dental care, home health sewicas
respite care, be&its  adwcacy,  housing referrals (casa  mgt.), pharmaceuticals, child care
mediil care, mental health  counseling, hospice  care, HIV support groups, nursing care,

substance abuse  servicw bawM&on  servkas,  casa  managers. dental care.
homeheanhsetvkss, beneRs  advocacy, and housing refenak

mediil care, mental  health cwnseling,  homemaker servkes. hospice care. hom4elii
meals, HN support groups, personal care, nursing care, substanca  abuse sewices,  adult

dav care. transwwion sewices. caza manaws. child cam. podiatry  services, dental care,
hiilehealth &vices, respite  care. benetits Svocacy,  housing referrals, and legal services

medical care, mental health counseling, homemaker  services. hospice cam. horwdeliierad
meals, HlV support groups, ml care. nursing care, substance abuse serviws.  adull

day care, tram sawices.  case managers, child  care, podi sewices.  dental care,
home health satvices.  respite  care, (depending on the  consortia)

madiil  care, mental health  counseling, homemaker sarvkes. wied meals,
HNsuppottgroups,substancsabusesarviws,iransportation~.  casemanagers.

child care servims, dental care, homa  health sewices. benel%sadwcacy,housingrefenais,
legal sawices.  rent assisIance.  and assistance with tdephordutiiii  bills

Indiana providas  madii  and support servicewithitsTiieIIprogrambul

me&al  health counseling, homedeQiered  meals.  HN supQort  groups, personal care,
lranspoMonservices,  casemanagers,dentalcare,benef6sadwcacy,

medical  care, buddy services, housing refemk,  and legal services
mediil care, mental health counseling, homemaker sawices, hospice care.

HN support groups, persaw  care. nursing care. substance abuse services,  adult day care,
transpoMonsaNicas. casemanagers,dentalcare,homeheallhssrvkes.

casa management

primary madii care, dantal  *Ire.
andhomehealths

-management

noanswar

‘Primary medii cara  and dental care
[are]availabletocliiviavoucher

p4v==andemeroency
financial assistanceg

casemanagemant servkes,transpor-
MC4l,SlViOSs,diantspecial~fllnd

and primary health cam fund

~=Jpportg~ps*buddyprog-~
transportation,  and support

(xl) AOS Drug  Assistanca  Program
M2)caSemaMoementservices

‘A single aervicecannotbe*nliliadas
such. ltistheconlinuumofcarethat

makasTiillatfective-lhebroadanay
of services coverad  [in flotidar.

mediiservicas

noanswer

direct medical care

noanswer

t through conwlia.

TheMostEfkdhwComwtia
SewicesthatMeettheHealthcara

NeedsofPeoplewilhHlVz
casemanagemantandmediil

and personal care

casa  management, drug assistance,
housing assistance, and emergancy

financial sewices
caaemanagamwtand
drug raimbursemsnt

in tha Mure.
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Table 2-3
HNConsoctiaFundedbyTitlelidtheRyanWhiteCAREAdduring1995:

HlVCOllSOhServices

pnmary care
groups,sutstance4abuwsenrices,banspoltationservices,  casenmagers.

support  groups, pemnal  care, nursing cm, substance abuse sewices,  lraansportabion  wrvkxs,

day care, transpchhn  txwvkxs. case managm,  chikl  care, podiatry  sewices.

me&al care, mental health counseling, homemaker service,
homeddiied  meals. housing assistance. nursing care, substance abuse sewices.

tlanspohwl  sewices.  child care, dental care. home health sewices,
respite care, housing rderrals, legal servhs,  child welfare and family

housing assistance. and
nubitionassistance
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I TheMostEffectiwhwottia I
servimslhatMeetlheHeallhcare

I The  HN Consortia Services Funded by Tii II in 1995: NeedsdPeoplewithHN:
mediil  care, mental health counseling. HN support arows.  banwntahn sewices. casemanaaemeM

case managers, dental care.-&3ne&s  G3voc&y:housingr,
nubi&xmlcare  wtreachsewices and information 8 referrals

substanceabuse sewices,  trartspMon -. case manager%

HN support groups, personal care. nursing care, substance abuse sewices,  adult
dayCare,transpoctation-,caSemanagers,darltaICare,homehealthS4ViCSS,

clinics have been edablii in
South Carolina with  lii II funds.‘)

South  Dakoh
resplbioare,  bendits  adwcacy,  ho&g  referrals.  and legal services I

SculhDakotadoesnotprovideconwliawithilsTiiIIprqgnm.

TerlnesSee limited mediil  care, mental health counsdii,  homemaker sewices. hospice care,
persc& care, nursing cam. substance abuse senhces.  adult day care.

waenspoltation sdvices.  case managers. child care, dental care, hume  heallh servkes,

case management in rural  areas.
nhitional sewices,  and day care

p Texas
I respite care. benetits  adwcacy, and nubitiwal sewks I
I medical care, mental health counseling, homemaker sewices.  lxspice care, hom4eliied I health  insurancecontinuation

I meals,  HIV suppotl groups, pemonaicare.  nursing care.  sub&a& abuse sewices.  adult
I

proOmm
day care, tn3m cavices.  case manam.  child  care,  uodii  sewices. dental care. I

Utah dental. lab. and mental health

Vermont

educalion,hou&g,nubilion,dentalcare,b&&adwcacy,legalsewices
_

counseling
madii.  and vision  care

‘Consortium  has S3O.ooO budget allowing it to serve as a coordinating, planning
7

notdirec!providerdsewices~

Virginia
I I

I medical care, mental health counseling.  hospkx  care, home-delivered  meals, I primaIymediicare I

I HlV suppolt  groups. pemwral  care,  nursing we. substance abuse ser’~+,
swic8s. case managers, child care, dental care, home health  sewices, I I

Washington

West Virginia

respite care, benet% adwcacy, housing refwrak. and legal sewices
medical  care, mental health  counseling. homemaker sewices. hcepicecare,home-
delivered  meals, HN suppoft groups, adult day care, transpohfion  sewices,  case

managers, child care services, dental care, and housing referrals
medical care, mental health counseling, homemaker services, hospice care, homedeliiered

no answer

medications not covered by
meals,  personal care, lheTiiltdruga&tanceproZjram

re dentalcare.homaheallh
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medical and support services provided on the questionnaire, a number of states

reported coverage of other consortia services. Among these other medical and

support services provided by HIV consortia during 1995 were: nutrition supplements

and counseling, medications, financial assistance, durable medical equipment,

buddy/companion services, home care coordination, child care, assistance with rent

and utilities bills, chiropractic services, translation services, outreach services,

information referrals, adoption/foster care, lab services, and vision care.

The questionnaire also asked the AIDS program directors of all the services

provided by HIV consortia in their states during 1995, to “list the most effective of

meeting the health care needs of people with HIV.” Table 2-3 presents the responses.

Among the effective consortia services mentioned most often are: case management,

primary medical care, drugs/medication, dental care, and home care. However, as

the response from Florida summarized: “a single service cannot be identified as [most

effective]. It is the continuum of care that makes Tile II effective - the broad array of

services covered [in Florida].” The services identified in Table 2-3 offer examples to

the HIV consortia funded by Tile II of the broad array of medical and support

services that comprise the continuum of care needed by people with HIV illness.

Survey Results: Title II Beneficiaries and Eligibility Policies

The CARE Act did not establish income restrictions for individuals to receive

benefits from Tile II programs, although the statute did specify that CARE Act

programs must be the payer of last resort.‘4 Given the absence of federally-set

income standards for eligibility, the states have the ability to establish there own

n
financial eligibly criteria for individuals to receive Tile II benefits. The survey asked the

AIDS program directors to provide: the number of people receiving benefits from HIV
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consortia; medical and financial eligibility criteria for HIV consortia; spend down

procedures for eligibility; and any use of waiting lists.

People Receiving HIV Consortia Benefits

The questionnaire asked the AIDS program directors to estimate at the time of

the survey (mid 1995) the number of people receiving benefits from HIV consortia

funded by Title II, with these estimates presented in Table 2-4. The questionnaire also

asked the AIDS program directors to estimate how the number of people receiving HIV

consortia benefits in 1995 compared to the number of people receiving these benefits

in 1994. All of the states (and the District of Columbia) responding to survey reported

that the number of beneficiaries increased in 1995 except for six states. Alaska,

Montana, Vermontb,  and Virginia reported that the number of beneficiaries remained

the same, New Jersey reported the number of beneficiaries decreased in 1995, and

Michigan reported that these data were not available. (Given the similarity of

responses from most states, these data are not reported in Table 2-4.) In addition,

the questionnaire asked the AIDS program directors to estimate how the number of

people receiving consortia benefits in 1995 compared to the number of people

expected to receive these benefits during 1996. All of the states (and the District of

Columbia) reported that the number of beneficiaries expected to receive HIV consortia

benefits will increase in 1996, except for Arizona, California (if funding is stable),

Montana, Utah (probably), and Washington state which expect the number of

beneficiaries to remain the same during 1996. (Again, these data are not reported in

Vermont  reported that there were no beneficiaries receiving benefits from
HIV consortia funded by Title II during 1995. The survey response from Vermont
included that the “consortium has a $30,000 budget, allowing it to serve as a
coordinating, planning body, not a direct provider of services.”
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Table  2-4
HNConsorh FundedbyTRleIIoftheRyanWhLCAREActdurinO1995:

Benefhties  and Eliiibilii Polii

Estimates ofthe  Number of
PeopleRemivingBenefh

From HN Consorh  Funded
by the Tiie II Program:

1995  Compared
1995 to1994
7 0 0  increawdin1995

200 twnaineduw

1,500 increZl~1995

1,155 incmasedin1995

27,430 -in1995
(&maw

“Minimum re
vary among thr

4.000 increawdinl995

%diiual income levels’

MediCal
Eligibiiii

Requirements

To be Financially Eligible for HN cOmptUdtolgg3.
CoMOrthGroSSMlUllylncome Financial Eliiibilii DoHNConsoMa

during 1995 Cannot Excext Criteriafor Eligibiiii Determinah
l-Person  I 4-Pelscil HNConwtiain Procedures include

forHiVConsortia  HouseMd HoliShold 1995 Becarna: sptldLhn’)
HN+ noincome noincome notappliibie notappliible

requirements requirements
HN+ notspecihd-  notspecihd-  rnorereMctiwin1985 no

“low incomes ‘iow income’
HN+ noincome noincome remainedthesame no

standard standard
HN+ s12,58w=r S25.52Ofyear remainedlhesame yes

l . l variesamonglhe noanswer
44conwliaandms

sewicesfunded
lirement  indiiuals or family members of indiiuals  with HNIAIDS;  oltw requirements  may
4 consoh. Financial eligibility criteria vary among  the  44 consortia and the  services fun&d.’
+N+; consortia  may varieswith varieswith lesswhctiveinl995 varieswith
quireTcells  QOO setvice- service” setvice-
nvary~~t600/monthRl2(Xymonthforafamilyofrl]for~foodbanktoSl,~~  R3,7~month

Con-

Delaware

for a family of 4] for the insurance continuation program.’ There is spend down for the food bank but notfwthe  insurance program.
1.150 increased in 1995 HN+ Sl245honlh  1 S2,525hnonlh less rest&h in 1995 yes

( poverty  hl)
705 incmased in 1995 HN+ S813.z  1 S2,281/month more mstrich in 1985 no

Dktrktof 1,282 increased in 1985 HN. AIDS, or all income all income remained the same notappliible
ColumbiaA related illness l6vels  served levelsserved

I I I I I I I
6 4 4  increasedinlgg5 HN+ S2.525hnonth rem2iinedthesame no

I I I I I I I
Mississippi

I I
Mippi fjoes not provide camsoda  with its TiiIIl program.

I I
1,471 increased in 1995 HN+ S2,500/month S5,000/~ lessresMctiwin1995 no

75 remained the HN+, CD4a S823fmonm s1263/month remained the same no

1 8 3  increaZ~l995
(for full coverage) (for full coverage)

HN+ $1 L45lrnorml S15.48Q96ar remainedttms3me w
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Table 2-4
HNConsMa  Funded~r~IIdtheRyanWhiteCAREAddurinO1995:

Sanekiaries  and Eliiibiiii Policies

Estimates of the Number of
PeopleRemivingSewiits To be Financially EligibleComparedto1993,

From HIV consortia  Funded Medii consortia,  Gross Monthly Income Financial Eliiibiiii DOHiVCOnSMiE
by the Tii II Program: Eliiibilii during 1995 Cannot Excsed: CriteriafOr Eliiibilii Debrmination

1995CUlpred Requirements l-PelSObl 4%lson HlVConwtiain Procedures lndude
1995 to1994 forHNCmso&a Household Househokl 1995Became: spend Down?

Nevada 2.600 increased in 1995 HN+- - remairtadthesame -
“The ‘significant &her  or family member d person with HN is covered. Financial eligibilii criteria are determined  by zprw&rs.

New Hampshire .
I I

NewHampshi~doesnotpfovideconwba
I

wilh its TII II program.
I

1 I I I I I

wJ=w 11.314 (dewasedinlggtil HIV*- I I 1 remainedthesame  1 no
(reportiw~w~

-InaddikntoHN+,thepatient  must’nmdmediicare.havenouther(orinadequate)covemge andreskk*intheareaof
’theconwtium.  Theconswba do not set ‘upper limils* for financial eiiiibilii. ‘If a providw  charges for sewices,  #wir sliding scale  fee

. . . should nd exceed certain proportional maximums relative to clients’  income and federally established poverty lawIs.’
NewMexico

I I
NewMexkdoestipmvidecowxliawithitsli~Uprogram.

I
NeWYOIP 70,OOCb  I increasad in 19951  HIV+ (and families I There  are no financial eligibiiii I remained the same I no

I I forsomesewice)  1 requiramentsforconsoriiaben&s  1 I
-unduplicated  count includes awrotimately  125,000 people reached through information and outreach services

North Carolina 3,000 I increased in 1ssSl HIV+ orfamily Sliding scale reimbursement remained the same ws

Utah 455 incm3sedin1995

VSn?lOnt

Virginia

Washington

O-- pmained  the sam
--Yknsortium  has

2.m remained the
same

1,600 increawdin1995

HiV+
I

noincome I noincome I nctappliibie

I I

HIV+ (Yorsorm No financial eliiibilii standards no
services:  caregivers

andkwedones’)
HIV+ Sl.3OOImOnth SsMolmonth remainedthesama no

HlV+&dependsOrl dependsonsarvice remainedthesarne no
swpe&typessrvica
nsoftiainWpning.  Durbesteffc&hasproducedonlyanetwork  Theleadagencyisthe

I Health Department. We &the  bills indiiually as they a&forwarded by case man&&~
%Xates with the highest incidence of AIDS.
Sourcez Robert J. Buchanan, Ph.D., Department of Community  Health, Univwsily  of Illinois. a 1995 swvey  of state
program adminktmtors.  TRle II af the Ryan White CARE Ad This research was &fed by a grant from the
Health Care Financing Administration, U.S. Department of Health and Human Services (grant  # 18P-SO28&5-01).
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Table 24 due to the similarity of responses from the states.)

Medical Eligibility Requirements

The questionnaire asked the AIDS program directors to provide medical

eligibility requirements for people to receive benefits from HIV consortia funded by Tile

II during 1995. As the Table 24 illustrates, most states responded that the individual

must be HIV positive to meet medical eligibility requirements. In Montana and Idaho

an individual must be infected with HIV and also have a CD4 count below !XO, while in

Colorado consortia may require a count below 300. In addition, California, Nevada,

North Carolina, Utah, and Washington state (for some services) noted that family

members or other people also may receive HIV consortia benefits (see Table 24 for

the responses from these states).

Income Eligibility Requirements
f-

The questionnaire asked the AIDS program directors to provide the maximum

monthly income level an individual in a one-person household could have during 1995

to be eligible for HIV consortia services. In addition, the AIDS program directors were

asked to provide the maximum monthly income a family of four could have during

1995 for an individual within that family to be eligible for HIV consortia services. These

financial eligibility requirements reported by the states are presented in Table 24. A

number of states reported no income requirements for HIV infected people to receive

benefits from HIV consortia funded by Title II.

As Table 24 illustrates, even states that establish income ceilings for eligibility

for services provided by HIV consortia set generous eligibility standards. This is

. . . .particularly noticeable if income elrgrbrlrty  standards for benefits from HIV consortia
-

funded by Title II are compared to income eligibility standards for state Medicaid
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coverage (the largest payer of AIDS-related care.) For example, during 1993 most

individuals with AIDS could not have incomes in excess of $434 per month to receive

Medicaid coverage in most states.” Hence, HIV consortia funded by Title II can

provide services to people infected with HIV who have incomes too high to become

eligible for Medicaid coverage. The Title II programs strengthen the public-sector

safety net for funding the care needed by people with HIV-related illness.

The questionnaire asked if financial eligibility criteria for services provided by

HIV consortia during 1995 have become more restrictive since 1993, providing

responses of “more restrictive in 1995,” less restrictive in 1995,” or “remain the same.”

While financial eligibility for HIV consortia funded by Title II remained the same in most

states, these criteria have changed in a number of states as Table 2-4 illustrates. The

questionnaire also asked the AIDS program directors if they expected financial

eligibility criteria for HIV consortia to become more restrictive during 1996. All the

states (and the District of Columbia) responding to the survey that provided Title II

consortia programs reported that financial eligibility criteria are expected to remain the

same during 1996 except for five states.c Financial eligibility criteria for HIV consortia

in Florida, Michigan, Missouri, and Nebraska are expected to become more restrictive

in 1996 and less restrictive in North Carolina. (Given the similarity of responses from

most states, these data for 1996 are not reported in Table 2-4.)

Spend Down Procedures

The questionnaire asked the AIDS program directors if eligibility determination

procedures for benefits provided by HIV consortia funded by Title II include a spend

‘In addition, the Title II coordinators from California and South Carolina responded
that local consortia establish their own financial eligibility criteria.
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down provision. Spend down was defined on the questionnaire as “allowing the
r‘

applicant to deduct the cost of medical care from income levels and using this

medical-cost adjusted income level for eligibility determination.” (Most state Medicaid

programs allow spend down when determining Medicaid eligibility?) As Table 24

documents, a number of states include spend down provisions in the determination of

financial eligibility for benefits provided by HIV consortia funded by Tile II.

Waiting Lists

The questionnaire asked if there was a waiting list of people in their state

waiting to receive benefits from HIV consortia funded by Tile II during 1995. If there

was a waiting list, the AIDS program directors were asked to estimate both the

number of people currently on the waiting list at the time of the survey and the number

of days a person had to wait to receive benefits during 1995. Based on the survey

responses, only the Tie II program in Nevada (with the use of waiting list varying by

provider and no statewide list) reported waiting lists for HIV consortia services. (Given

the absence of reported waiting lists in all other states, these data are not reported in

Table 2-4.)

Coordination with Medicaid

Although the CARE Act specifies that Title II funds must be the payer of last

resort, Title II programs can supplement Medicaid coverage if Medicaid does not cover

a needed health. service or if a recipient’s care needs exceed Medicaid utilization limits.

The state Medicaid programs and Title II programs can coordinate services to provide

a continuum of care and eliminate duplication of services, serving the care needs of

people with HIV diseases more efficiently.17 ” A study by the National Governor’s

Association (NGA) examined how the state Medicaid programs and programs funded
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by Tile II can coordinate to serve people with HIV and AIDS more effectively and

efficiently.lg Among the areas of collaboration identified by the NGA study are:

planning and implementing home care services; administering drug reimbursement

and assistance programs; administering health insurance continuation programs;

cross-training between CARE Act and Medicaid programs; sharing information and

protecting client confidentiality; planning, administering and staffing case management

services; collaborating through CARE Act program meetings (e.g., Title II statewide

advisory committees); and outstationing Medicaid eligibility workers.

Title II/Medicaid Utilization Limits

The questionnaire asked the AIDS program directors if the Medicaid program in

their state “limits utilization of outpatient and home-based care (e.g., 18 physician visits

per year or 50 home health visits per year), do HIV consortia funded by Tile II in your

state cover the use of these services in excess of the Medicaid limits?” To facilitate

responses, the questionnaire provide “yes, ” “no,” and “no Medicaid utilization limits” as

possible responses. As Table 2-5 documents, HIV consortia funded by Tile  II in many

states did not cover needed services in excess of Medicaid utilization limits.

Effective Title II /Medicaid Coordination

The questionnaire asked the AIDS program directors to “describe effective

methods and policies for the coordination and integration of the Medicaid program

with the Title II program in your state.” As Table 2-5 indicates, many AIDS program

directors repotted’that Medicaid representatives serve on Ttile II boards or

committees, as well as conducting joint meetings on policy development and
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Table  2-5
HIV Consortia Funded  by Tii II otths Ryan White CARE Act during 1995:

HIV Conwtia  and Medicaid

Arizona

Arlmnsas

con-

D&war&

Distnctof
ColumbiaA

seorgia

Hawaii

Maho

Illinois

CoHIVComoniaCoverthelJse
off%rvkesWhenNeed

Exoeeds  Any Medllid  Limits?
no-

no

yes

yes

noan-

no Medicaid  utilii limits

“It varies  aoross  provklers.’

no

yes

yas(xslastmsort,TiiII
will covar  thsss  swicas.l)

Ilo4 appliible

no Msdii  utilii limits

notsure  *

no

EBxtive  Methods and Policies
fortlteCocrdinationofMedicakland
TkleIIoftheRyanWhiieCAREAct

=A reprwntatiw for Medicaid  sits on
our advisory board.’

workdosstywithMediikttotrytoqualii
o l i i .  ConYooveranvssrvicswithTiiII

that  Medicaid covers.’
noanswer

‘All ulii apply for Medicaid  when  enrolled
in the conwtia program. . . . lf eliiible.  the

mostexpanGwdrugsnsedsdaraputonths
Msdiiid oati and Tii II pays for the rest.

noanswar

lnfomaal  interaction  between  ri II and
Medicaid  stags; thsss  stags share  many

uommittsa assignments.  ri II insuranus
oontinuatlon program run by stagthat

admin’brs  Medicaid.
7Nedonotourrantlyhavathaseinplaca.’

(“An HIV Medicaid managed care plan
hasbeendrafted.“)

quarterly mestings  and E-mail

Mediiid  database temtinal pmvided  at cost
topreventdupllldserviceJ andprovkte
case managers with Medicaid sligibilii data.

Tase  management  agencias  throughout
FbddaarakaysntrypcintsforTiiIIssrvkw.

Casa  managers assist cliints in navigating
and obtaining the apprcpriate  Serbs,  like

Medicaid. Thsy  also ensure ri II is
payor of lest resort.*

nons  rnentionsd

‘In addition to official coordination between
ths Hawaii State Cepartmsnt  of Health and

ths Hawaii Mediiid progmm, stafffrom
(Mediid]ssrvasontheRyanWhite

zonwrtium’s  Ryan Whiie Cversight Commit&
‘we are working at improvirrq  oocrdination
between state Medicaid andRyan  Whiie.

‘Indiiuals  receivbg Medicaid  are not eligible
forrillfundedservices unless  they are

nowMediiid  reimbursable. Case managers
sssist dii in detsmGning  Medicaid eligibilii

andapplyingforbenefib.  A [Medil
reprsssrMvelssaatsdonthsCepartmerfs

ri II Advisory Committee.’

Barriers  to the Coordination and
lntegration of Mediiid and

Tii II of the Ryan White CARE Act
HCFA umfide&lii requiremsnts

workt  o.k.

AHCCCS (Medicaid]  has numerous plans
with diisrsnt  bsnetib.  Cstenninaticn  of
eliiibilii  ttme-xnsuming  and diitt.’

notappliiti

noanswer

‘Distanca is ahvays  a problem  in outstate
areas  of Color&. Tmvsl  Ems and lack of

trawl raimbursamant  pmvant statfkom
meeting  with ri II providws  in commit&s

and conso&  meetings.’
‘Programs are managsd  by diiersnt  state

agen&s.  There  ls no feds&state dirsctivs
or mandate to faciliite  this [coordinatkrn].’

none

7he Mediiid applii process is
extremely time consuming and fmstmting for
manycliiandcass~managsm.  Effortsto
ensure that dii utilii Mediiid are &en

unsuccessfwl because  ri II sewices  are
more ccmpmhsnsiva  and acxassibb  Also,

ssrvicepwidsrs[preferTiiIIfundingwhii
has a more] reliable paymsnt  schedule  . . .

‘AdminMratkrn  of ths Msdiiid program  is ths
msponsibilii  of a separate state agency  from
Uleage~thaittheritleiig~ntee.  mi

situation makes  coordination diilt at times.
Sut coordinated msetings  and cmss-tmining

opportunitii have been helpful.’
nonsmentbsd

noanswsrtothaquestion

noanswertothequestion

7he Mediiid prcgram  is administered
by a diierent state agency.’

29



arms

wisiana

laina

lassachusetts

liii

inne5ota

ississippi

issouri

mltana

0braska

wada

Table 2-5
HIV Conwtia  Funded by Tii II of the Ryan White CARE Act during 1995:

HlVConsortiaalldMediiid

DoHIVConwtiaCowrtheUse Ef&tiVeMethOdSandPolkM Banters to the Coordination and
dSewicesWhenNeed fortheCuordinationdMediiktand Integration of Medicaid  and

Exceeds  Any Medicaid Limits? Tii II of the Ryan White CARE Act li&le II ofthe  Ryan White CARE Act
lndianaprovide:medicalandsuppoctservicewithitsrRleIIprog~mbutndthrwOhconsonia.

*Joint  meetings on potii  and ooordinatkw
ng pdicytogether.

Thiiisndaproblem.  Inasmallstatewetend
to work together with& a fc+mal  requirement.

.wi - sharing informstion
beweenthetwoprograms.
noanswertothequesUon

varies ‘Ryan White is the payer of last resort.. nonemensoMd

‘only home&a& care is limited;
wlecover services  in excess

of limits.

Tw3useofappropriateconsortia
sewiceskallow3difMdicakl

limits are encountered.’
l lt varies across providers.’

noanswertothequestion

yes

yes

Policy Workgroup; Tii II vendors are required
tobeapprowdasMediiktpmvktersand
must till [MedicaM]  for covered sewices;

T~IIstaffaisoprovideAIDSrelatedexpen-
dire analyses for Mediiki.  are developing

a cooperative  quality assurance program,
and are working with Medicaid HMO staff in

training and delii  issues.’
Xoordination between Mass. D.P.H. and the
state Medii program through joint planning

‘Madiiid  staff participate in Maryland  AIDS none

noanswertothequestion

and program adminisbatkm.’ I
‘DSS  has deskmated  an AlDS Coordinator 1 noansmrtothehea~
to help with thecoordination  and integration

.--------

ofDSSandMDPHcaresen@es.  l%eDSS
coordinatoraswellasMDPHsitsontheTiiI

Planning Council and Tii II ccnsoti.’
linnesota  does not provide wnsottii  with its Tii II program.

I
ississippidoesnotprovideconsortiawithitsTiiIIprogram.

‘Mediiid  AIDS waiver services is the
best example.’

‘Mediikt  applii process.

l clii may be accepted [by  Tii III on pro+
Malb&sbutmustapplyforandbedeclared

ineligible for Medicaid within 90 days.’
RyanWhiieispayeroflastmsort

noanswartothequestion

noanswertothequesSon

7Ne share an online electronic  veMcation  of
eliiibilii system: the state Medicaid  AIDS

Coordinatorisanadhocmemberafthestate-
wide Tii II consortium  and the state AIDS

Task Force.’

‘Banierscenteraroundthelackda
[Mediiid]waiverforPWAandpoor

[Mediid]hospiceoowrage.
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Table 2-5
HIV consortia  Funded by Tii II of the Ryan White  CARE Act during 1995:

HIV Cowntia  and Mediikl

DoHIVConso&CovertheUse Ehtive Methods and Polii SarrierstotheCoordinatkmand
ofSe#MCeSWhenNeed for the Ccordinatkw  of Medicaid  and Integration of Mediikl  and

New Hampshire
Exceeds Any hlediiid Limits? 1 Tiife  II ofthe  Ryan White  CARE Act I Title II ofthe  Ryan White CARE Act

NT Hampshire does not provide conso&  with its ;rtle II program.

‘Casebycaseba&ifMediiid 7hemosteffe&mnwtho&...forcoordination
plamsalimitananeede- cccuroutside~ill]...conwtiacomponent.

senfice,itkpossiblethatTii The FI II] HIV Home Care program fills the
II consoh will cover those gapsfordiibeforequalif@gforMediikl

sewices.’ and for [sewices] above Medicaid  limits . . . .
ri II] AIDS Drug Asshnce Program also

fillsgapslxiortoMediiMationandk
administered by our Medicaid  Unit within

the Dapahment  of Human Sewices.’

I

NewMexicodoesnotprovidecoworthwithitsTI

YhsbmrieristhatMediiidisnc4handledby
he NJDHSS, but is a program oftha NJDOHS.
Also,attheproGderlewl,linestaffproviding

sewices are usually not  the indiiuals in
theirinstitutionschargedwithtkcal~ht
ofeithertheirproject,noroftheoverallHlV/

AIDS work dthe ir&itution. Therefore.
coordinating the collection of comprehensiw
data on all HIV ex+Miires at an instituh

foraRvanWhitesetvicehasbeen
- extrenlely  diicult.

II program.

NewYork’ I no I . I ”

7he State Medicaid  Fwgram  is within the State DefMmeMofSocialSewices(SDSS).  TheAlDShtitute(Al)kvhthiitheStateDepartment
oZHealUI,andithasestaMkhedand~ngworkingrelationshipwiththeSDSS.  TheAlhasdevhpedHIV-spec8oMediiratesfor

theprovishof  qualiiHIVsewiws (iipatientandoutpahtsefviM, primary care in clinics and private physician  c&es, AIDS day
lwalth  care, home care, hospice, nursing faoilii and case management  sewices. TheAlhasestabliistandardsofcareto

ensure quality  HN sewkxs  . . . AdditioMlly,theAlworks~wahSDSSonutilizationreviewksuestoidentifyfraudandabuse
and on billing data for evaluation purposes. All programs are required conbachlly  to maximii available third party reimbursement
streams, specihally  Medicaid and the HN enhanced &es. The HIV Uninsured Care programs coordinate eliiibilii of participants.

assist indiiuak to meet Mediiid  spend down requirements, and encourage transition to Medicaid for eligible indiiuals.
“The NYC Divish  of AIDS Servkxs  (DAS) limits horns care reimbursement to three w&actual  agewies.

lndiiuak served by [other] home care agexies  funded by Tii II must  change  providers and disrupt care to transition
to Medii  [hrn Tii II]. An electronic  eligibility verification  match was mcently  implemented for improved

North  Carolina
emclenc-in coordination with Medii~kl.’

I
noanswertothequestion noanswertothequestkM

I I

North  Dakota I yes I noanswertothequestion

Ohio

Oklahoma

no

no

‘As soon as PWA are Medicaid eligible,
(esp. clii in ADAP). we suggest they sign up

forhlediiid. whentheymeet[Medicaii
spewkhn or become Mediiid  eligible,
vv~ have Human Sewices  reimburse our

ADAP. We have access to Human
Servws data base.

noanswertotheque&n

‘Enrolknent  in Oregon Health Plan [Medicaid]
first for more comprehensive coverage, using
ri II] to fill gaps. O&ring  initial anonymow
HIV-related health care at local health depalt-

ments,reducingneedtogotoaprhtedoctor.’

noanswertothequestion

“Medicaid spenddovvn -temporary  nature
of Medicaid  eligibility.’

limited Mediikhovered  services,  the
reorganiza&noftheMediiagencyin

Oklahorna: and budget cuts
‘Eligibility requirements for OHP [Mediiidj
more stringent than vi II]; complexity d

OHP - lack of undwstanding,  availabilii, and
beneMs;  possible premiums and wys in
futureOHPrevisions;somesenhcesnot

coveredbyOHP;and3monthsproi$required
to establish income level [for OHP eligibilii].’
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Table 2-5
HIV Consortia Funded by Tii II d the  Ryan White CARE Act during 1995:

DoHIVOmsntiaCowrtheUse
dS9NiCMWhMNeed

I

Wmde Island norespoMetothesulvey

South  Carolina no Medii utilii limits
cthatlkJ=Vor?

buthaakota

‘ennessee yes

‘exas yes

ltah

‘em3ont

‘Irginia

no Medicaid utilii limits
(costeff&ivenesr&&tions)

no Medicaid utilization  limits

yes

Uashington

Jest Virginia

&con&

no Medicaid  utilii limits

no Mediikt  utiliii limits

yes

Effedive  Methods and Polii
fortheCoordinatiundMediiidand
TiiIIdtheRyanWhiteCAREAct

‘Medii staff attend and Da&bate in State
HIV Planning Council and’& the Council

(madeupdconsMiare+xeMta&3s)d
Medicaid  polii  and aCtiVi&thatmaVbe

. relevant  to oonsoltii.” -

‘A Tii II-funded ou@atiM  clinic at the Medii
Unive&y  d S.C. pmvides  a ‘seaml6s$

tmmitbnfromTiiIItohbdiiwhena
patient becomes eliiible  [for Medicaid].’

luthDakc4adoesnotprovideconso&iwithits’

Medicaid  became 7ennCant  in Jan., 1994.
We can use ri II]  for anything not othemke
oovered.  ThevastmajoritydpeoplewithHIV
are eligible for  PennCare]  coverage. Prior to
thiswehad100%d[TiiII]moneyindrug

assistance . . . ’
AQencieswhiicontractforfundswiththeTDI

are required to become a Mediiid provider
forapplii  program actMes as required
by the TDH GENERAL PROVISIONS FOR

CONTRACTS, STANDARDS FOR
FINANCIAL MANAGEMENT, /\rtide  9.

There is ‘not a great deal d coordinatbn/int~
~ration.with  consortium services  and Medicaid.

noanswertothequestion

l Stafffrom Medicaid  sit on Department d
Health advbry  committees.’

Wediiid  program staff serve on
local consortia:

%lii must use Mediiid first. lf not eliiibia
or in spenddown.  Tii II kicks in.’
Mediiidratesareusedtopayfor

consortiaMtvices

I NO mm consoma  tn wyomlng. wr De51  enon nas proaucea only a networx.

SarrierstotheCoordinationand
Integration d Medicaid and

Tii II d the Ryan White CARE Act
7heMediikiprogramislowtedina

dii department  (Department  d Public
Welfare).

‘None-we!vorkwelltc&her.

b II program.

‘During early 1995 a new adminisbatbn
tookoverandtheentire~ill]program

isbeingre&ucturedundernewdirecbs.
Thus batri6rs/posi&s  are as yet unknown.’

-TheoostsassoaedwithMediiidpNwider
ellgiilii may be detdmental to ths vlabilii

dtheorganizationpmsentingsignibzant
balMstoccinpIiincewithArtide9,or

-dArticleSmayhaveresuked
inabssdcriticalHlV/AlDSservimstothe
community; therefore.  the TDH established
HlVlSTD  Policy 590.1 to grant waivers to
theAtticle9prov&nuponrequ8stand
. .

v&icat~,  as wail as aubmatic,  uncondii
waiverstoagandesliias’special

Care Facilities’  or ‘Special Care Hospitals’.
‘Medicaid has no ‘mandate’ to coordinate;

the&ore  other prk&ies  within the program
take precedence:

noanswertothaquestion

Senbcoordination,h0wever,hadver&y
afh&ed(because]Mediiisndalbwed

toshareamfcliidatawith
the Depa&ant d Health.
noansweftothequestion

none

*Separate adminMration:  re&iil diierences
d Mediiid programs; lag time w

[Medicaid]  appliiion and approval.’
e lead agency is the Health Department.

I
States with the highest incidence d AIDS.

We pay the bills as they are forwarded by case managers.

ource:  Robert J. Buchanan.  Ph.D., Department d Community Health, Uniwrsity d Illinois. a 1995  survey d state
rogram administrators, Tii II dthe Ryan White  CARE Ad. Thii research was funded by a grant from the
ealth Care Financing Administratii. U.S. Department d Health and Human Setvics (grant X 1&P-902S9I5-01).
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.!-
coordination. The response from Florida highlights the role of case management in

Tile II/Medicaid coordination: “Case management agencies throughout Florida are

key entry points for Tile II services. Case managers assist clients in navigating and

obtaining the appropriate services like Medicaid. They also ensure that Tile  II is the

payer of last resort.”

Barriers to Title II/Medicaid Coordination

The questionnaire asked the AIDS program directors to “describe any barriers

to the coordination and integration of the Medicaid program with the Tile II program in

your state.” As Table 2-5 presents, a number of AIDS program directors responded

that administration of the two programs by different state agencies is a barrier to

coordination and integration of Title II and Medicaid, although Florida noted that

“coordinated meetings and cross-training opportunities have been helpful” in

overcoming barriers caused by separate program administration. AIDS program

directors in other states noted that the Medicaid eligibility/application process is

difficult and time consuming. Confidentiality requirements were reported by AIDS

program directors as barriers to Medicaid/Tiile  II coordination in a number of states.

For example, the response from Virginia noted that “service coordination... is adversely

affected [because] Medicaid is not allowed to share any client data with the

Department of Health.”

Summary and Discussion

n.,’

Public programs, particularly the state Medicaid programs, pay for the health

services provided to most people with AIDS and a significant percentage of people

infected with HIV? However, the Medicaid programs establish restrictive eligibility

criteria, requiring during 1993 that incomes be below $434 per month in most
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states.21 Programs funded by the Ryan White CARE Act provide services to people

with AIDS and HIV infection with higher income levels, broadening and strengthening

the public-sector safety net for financing HIV-related health care. This paper focused

on HIV consortia funded by Tile II of the CARE Act, presenting data on consortia

characteristics, the services provided by these consortia, eligibility criteria for these

services, and coordination of the HIV consortia programs with the state Medicaid

programs.

The study identified a range of medical and support services that the HIV

consortia funded by Tile II provided during 1995 in the various states. Among the

most effective consortia services identified by the study are: case management,

primary medical care, drugs/medication, dental care, and home care. However, as

the response from Florida summarized: “a single service cannot be identified as [most

effective]. It is the continuum of care that makes Tile II effective - the broad array of

services covered [in Florida]. ” The services identified in Table 2-3 offer examples to

the HIV consortia funded by Tie II of the broad array of medical and support

services that comprise the continuum of care needed by people with HIV illness.

The study also identified the medical and financial criieria  necessary for

individuals to become eligible for HIV consortia services. The study documents that

the state Title II programs have established generous income eligibility standards for

services provided by GIV consortia, especially when compared to Medicaid eligibility

standards. Hence, HIV consortia funded by Title II can provide services to people

infected with HIV who have incomes too high to become eligible for Medicaid

coverage. The Title II programs strengthen the public-sector safety net for funding the

care needed by people with HIV-related illness.
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To coordinate HIV consortia programs with the state Medicaid programs,

Medicaid representatives serve on Title II boards and committees in a number of

states. In addition, case managers can assist individuals who have HIV disease with

the Medicaid eligibility process. This role for case managers is important because a

number of state AIDS program directors identified the Medicaid eligibility/application

process as a barrier to the coordination of Medicaid with the Title II programs.

Another barrier to Medicaid/Title II integration and coordination mentioned by AIDS

program directors in a number of states is the administrative separation of the two

programs in different state agencies. Coordinated meetings and cross-training

programs can help overcome the integration problems created by this separate

administration of the Medicaid and Title II programs.

Generous eligibility criteria and coverage of a broad array of medical and

support services by HIV consortia allow these Title II programs to strengthen the

public-sector safety net for financing the care needed by people with HIV-related

illness. HIV consortia funded by Title II provide needed care to people with HIV

disease before they become eligible for Medicaid or Medicare.d  Generous eligibility

criteria (or no income restrictions in some states), however, can become a double-

edged sword. If federal funding for Title II programs is not sufficiently increased to

keep up with the increasing number of people expected to receive benefits from Title II

d For a person with HIV illness to become eligible for Medicare requires meeting
eligibility criteria for Social Security Disability Insurance (SSDI), including
disability status, sufficient work-related history, and a 29-month  waiting period (5
months from disability status for SSDI payment to begin, then 24 additional
months for Medicare coverage to begin). (See Baily, M., Bilheimer, L.,
Woolridge, J., Langwell, K., and Greenberg, W. “Economic Consequences for
Medicaid of Human lmmunodeficiency Virus Infection.” Health Care Financing
Review (1990 Annual Supplement): 97-108.
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programs, or if future federal Medicaid reform allows the states to establish even more
p

restrictive Medicaid eligibility standards, then the Title II programs may not be able to

provide services for all eligible people. This could result in the use of waiting lists,

reduced services, some other forms of rationing, or the implementation of more

restrictive eligibility criteria. If federal funding for Title II programs in the future does

not keep pace with the expected increase in the number of people eligible for Title II

services, then the public-sector safety net for financing HIV-related care will be

weakened.
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Chapter 3
Drug Assistance Programs Funded by Title II of the Ryan White CARE Act8

Introduction

The Ryan White Comprehensive AIDS Resource Emergency (CARE) Act (Public

Law 101381) was enacted in August, 1990 to improve both the quality and availability

of care for people with HIV disease and their families.’ The original legislation

authorized: grants to metropolitan areas with the largest number of AIDS cases to

help provide emergency services (Title I); grants to the states to improve the qua@,

availability, and organization of health and related support services (Tiile  II); grants to

state health departments for AIDS early intervention services (Tiile Ill-a) and

community-based primary care facilities (Title Ill-b); and grants for research and

evaluation initiatives, including demonstration programs for pediatric AIDS research

(Title kQ2 Title II of the CARE Act allows states to allocate funds among any or all of

four areas to cover home-based health services, to provide medication and other

treatments, to continue private health insurance coverage, or to fund HIV care

Although the Ryan White legislation did not established income eligibility

restrictions for people to receive CARE act services, the law did specify that CARE Act

programs must be the payer of last resort4 However, Ryan White funds can be used

to pay for care provided to Medicaid recipients if the state Medicaid program does not

cover a needed health service or if a Medicaid recipient’s need for a health service

exceeds the Medicaid program’s limits on utilization. If a state Medicaid program does

A

%is research is published in AIDS & PUBLIC POLICY JOURNAL, Vol. 11, No.
4, 1996.
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not cover hospice care, for example, a Medicaid recipient can receive that service

through a program funded by the CARE Act, if available. Similarly, if a Medicaid

recipient needs more home nursing visits then allowed by the state Medicaid program,

programs funded by the CARE Act may pay for additional home nursing care.5  The

objective of this paper is to identify how the states provided medications and other

treatments during 1995 with drug assistance programs (DAPs)  funded by Tile II of the

Ryan White CARE Act. The paper discusses characteristics of the DAPs established

by the states, medical and financial eligibility criteria for DAPs,  the use of any waiting

lists for DAP benefits, and the coordination of Medicaid/DAP eligibility.

Methodology

To identify how the states are using Tile II funds to implement DAPs, state AIDS

program directors were surveyed. The names and addresses of these directors in

each state were obtained from the National Alliance of State and Territorial  AIDS

Directors.’ In addition, the address file was updated with the names and addresses

of AIDS program directors obtained from the Health Resources and Senn’ces

Administration of the federal government.’

Survey Process

A DAP questionnaire was mailed to these AIDS program directors in May, 1995.

Three additional mailings of the questionnaires were sent to the states not participating

in the survey. When the survey was completed in early 1996, AIDS program directors

(or their staffs) in 49 states and the District of Columbia provided DAP data (no reply

was received from Rhode Island). The survey responses were summarized into tables

A and mailed to the AIDS program directors for verification and updates in April, 1996.
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Any additional information received during the verification process were added to the

final tables used in this paper.

Incidence of AIDS

The incidence of AIDS and HIV infection varies widely among the states. Since

the focus of this paper is the implementation of DAPs funded by Tile II during 1995,

state-level AIDS rates per 100,000 population for 1995 were used to put state-level

policies for DAPs into the context of the incidence of AIDS. The map for male

adults/adolescent AIDS annual rates was used for this study to present the incidence

of AIDS throughout the United States, with each state assigned to one of our four

AIDS-incidence categories.’ To illustrate the incidence of AIDS throughout the United

States, the states were classified according to reported cases: highest incidence of

AIDS (75 or more AIDS cases per 100,000 population); high incidence (50 to 74.9

AIDS cases per 100,000 population); medium incidence (25 to 49.9 AIDS cases per

100,000 population) or low incidence (0 to 24.9 AIDS cases per 100,000 population).

Table 3-l summarizes the categorization of the states by the incidence of AIDS.

Background

Drug therapies for the treatment of HIV infection and related opportunistic

infections have emerged as the major method for improving the quality of life and

increasing the length of survival for people with AIDS. Due to the large number of

HIV-related opportunistic infections, the number of drug therapies ,people with AIDS

and HIV infection require can be extensive. Nucleoside antiretroviral agents (e.g.,

zidovudine) delay the progression of HIV infection to AIDS.’ Therapy with HIV

/--. protease  inhibitors (e.g., saquinavir) has been shown to decrease viral loads and

elevate CD4 cell counts with relatively few adverse effects.” ” Furthermore, the
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Table 3-l:
Categorization of the States by AIDS Incidence Rates for Males (1995)

LOW INCIDENCE (Less than 25.0 cases per 109,000 population): Alaska, Arkansas,
Idaho, Iowa, Indiana, Kentucky, Maine, Minnesota, Montana,Nebraska, New
Hampshire, New Mexico, North Dakota, Ohio, Oklahoma, South Dakota, Utah,
Vermont, West Virginia, Wisconsin, and Wyoming.

MEDIUM INCIDENCE (25 - 49.9 cases per 100,090 population): Alabama, Arizona,
Colorado, Illinois, Kansas, Massachusetts, Michigan, Mississippi, Missouri, North
Carolina, Oregon, Pennsylvania, Rhode Island, Tennessee, Virginia, and Washington.

HIGH INCIDENCE (SO - 74.9 cases per 100,000 population): Georgia, Hawaii,
Louisiana, Nevada, South Carolina, and Texas.

HIGHEST INCIDENCE (75 and over cases per 100,000 population): California,
Connecticut, Delaware, District of Columbia, Florida, Maryland, New Jersey, and New
York.

A
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combination of nucleoside antiretrovirals with prctease inhibitors may hold the greatest

potential for reducing plasma HIV and increasing CD4 cell counts as compared to

drug monotherapy. Various drug therapies are used to treat or prevent

pneumocystis carinii pneumonia (PCP),13 toxoplasmosis,‘4 mycobacterium avium

complex,15 and CMV retinitis.16 The incidence rates of a number of opportunistic

infections among people with HIV disease have declined over the past five years and

are being diagnosed at a later stage of HIV disease due to the effective use of antiviral

drugs, targeted preventive therapy, and more comprehensive clinical management of

the disease.”

DAP Characteristics

r‘.

Health insurance coverage affects the access that people with HIV infection

have to drug therapies. For example, a study of men with HIV infection, but without

clinical AIDS, who lacked health insurance were less likely to receive antiretroviral

therapy than similar men with health insurance.” The same study concluded that

people with AIDS covered by health insurance were more likely to receive antiretroviral

therapy than the uninsured people with AIDS. Given the importance of drug therapies

to the health status of people with HIV infection, and the association of health

insurance with the use of these therapies, the DAPs funded by Tile II of the CARE Act

are important components of the public sector safety net for HIV-related care. These

DAPs not only can provide drug therapies to people with HIV who lack health

coverage, but can benefit people with health insurance whose coverage does not

include prescription drugs or Medicaid recipients who have exceeded the drug

- utilization limits many states impose.lg
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DAP Formulary

A formulary is a list of selected pharmaceuticals and their appropriate dosages

that an insurer or program will cover or provide to people eligible for their services.”

In the context of this paper, a formulaty refers to a listing of medications that the Tile

II-funded DAP in each state provide to eligible people. The questionnaire asked the

AIDS program directors if the DAP in their state utilized a drug formulary, and if yes,

the number of drugs on the formulary during 1995. As Table 3-2 illustrates, almost all

DAPs  funded by Tile II had drug formularies during 1995, with the number of drugs

covered as high as 191 in New York.

The questionnaire asked how new drugs were added to the formulary during

1995. As Table 3-2 presents, the decision to add new drugs to the DAP formulary in

most states is made by a board, panel, or committee. A number of states noted that

the cost of medications or the availability of funds is part of the decision-making

process when deciding to add new drugs to the formulary. The questionnaire asked

the AIDS program directors to compare the number of drugs on the formulary in 1995

to the 1993 formulary. As Table 3-2 illustrates, the number of medications on DAP

formularies during 1995 has increased since 1993 in most states. The questionnaire

also asked the AIDS program directors if they expected the number of drugs on the

DAP formulary in their state during 1996 to change when compared to 1995. As Table

3-2 documents, the number of drugs on DAP formularies during 1996 was expected to

decrease in a number of states when compared to the number of drugs covered in

1995.
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Off-Label Use

Prior to marketing, a drug must be approved by the Food and Drug

Administration (FDA) as safe and effective for uses described in a New Drug

Application.*’ Evidence of safety and efficacy are provided by the manufacturer from

investigations of the drug’s effects on controlled patient populations. These

investigations substantiate the use of a drug for specific indications. Although a drug

may have multiple uses, the FDA only approves labeling which reflects indications for

conditions that have been researched within these trials. If later indications are

studied, the drug manufacturer must file a supplemental application to the FDA in

order to add a new indication to the labeling.”

A physician, however, can prescribe a drug approved by the FDA for other

indications besides those listed in the product label. In many circumstances the

standard of care for a particular condition may include a drug not labeled for that

use? Prescribing a drug in this manner is commonly called “off-label” or “unlabeled

use” and this practice is supported by such organizations as the FDA, the American

Medical Association, and the American Society of Hospital Pharmacists.24  25 In a

study of oncologists, one-third of drug administrations were given for off-label uses?

The absence of an indication within the product labeling, however, does not suggest

that off-label use is experimental or inappropriate. In many cases there is considerable

evidence in the medical literature to support an unlabeled indication. Instead, an

omitted indication is typically one that has not been extensively studied by the drug

manufacturer. Nevertheless, other researchers may have examined additional uses of

.n the drug and reported their findings to the scientific community.
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Many drugs used in the management of HIV or in the treatment of associated

opportunistic infections are prescribed “off-label? Drugs like trimethoprim-

sulfamethoxazole and clindamycin were developed years before the identification of

HIV. Consequently, there is usually little incentive for drug manufacturers to expend

resources to investigate new indications for drugs already marketed. Other uses for

drugs like acyclovir and ciprofloxacin are well described in the medical literature;

therefore a pharmaceutical company is likely to achieve better returns on investments

made in other research than to investigate new indications for existing drugs. Even

drugs like ganciclovir which was developed and is labeled for treatment of

cytomegalovirus (CMV)  retinitis in immunocompromised patients, also has unlabeled

uses for other AIDS-related conditions?

Recent FDA actions increase the importance of allowing off-label uses of drugs
0

in AIDS-related care. In response to the spread of HIV infection, the FDA has modified

its policies to accelerate approval of drugs for serious and life threatening conditions,

such as AIDS, and to allow access earlier in the approval process than previously

permitted 29 a While these modifications have expanded the number of therapeutic.

agents available to treat HIV-related conditions, the labeling of many of these drugs

has been approved with narrow indications which can constrain access for patients to

these drugs if DAPs  funded by Tale  II of the Ryan White CARE Act do not allow off-

label use. Another reason for off-label use is that clinical expertise in the rapidly

evolving field of AIDS-related care outdistances the regulatory process for approving

new uses of drug therapies. As a result, policies preventing the unlabeled use of

medications are particularly inequitable for drugs to treat AIDS-related conditions.
/?
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The questionnaire asked the AIDS program directors if the DAP in their state

allowed the off-label use of drugs on the formulary during 1995. As Table 3-2

illustrates, Tile II-funded DAPs in a number of states allow off-label use, with some

states noting that they do not monitor for this use. A policy permitting off-label use of

medications allows the patients’ physicians to prescribe the most appropriate drugs for

treatment.

DAP Beneficiaries and Eligibility Policies

The CARE Act did not establish income restrictions for individuals to receive

benefits from Tile II programs, although the statute did specify that CARE Act

programs must be the payer of last resort.31 Given the absence of federally-set

income standards for eligibility, the states have the ability to establish their own

financial eligibly criteria for individuals to receive Tile  II benefits. The survey asked the

AIDS program directors to provide: the number of people receiving DAP benefits;

medical and financial eligibility criteria for DAPs; spend down procedures for eligibility;

and any use of waiting lists.

People Receiving HIV DAP Benefits

The questionnaire asked the AIDS program directors to estimate at the time of

the survey (mid 1935) the number of people receiving benefits from the DAP funded

by Tile II in their state, with these estimates presented in Table 3-3. The questionnaire

also asked the AIDS program directors to estimate how the number of people

receiving DAP benefits in 1995 compared to the number of people receiving these

benefits in 1994. As Table 3-3 illustrates, most states reported that the number of DAP

beneficiaries increased during 1995. In addition, the questionnaire asked the AIDS

program directors to estimate how the number of people receiving DAP benefits in
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Table 3-3
Drug Assistance Programs Funded by Tiie II of the Ryan white  CARE Act during 1995:

Beneficiaries and q igibility Criteria

I To be Financially Eligible for
Receiving Prescription Drug Benefits from Medical I DAP Gross Monthlv  Income

Alabama

Alaska

the Drug Assistance Program (DAP): Eligibility during 1995  Cannot  Exceed:
1995  Compared 1996  Compared Requirements l-Person 44Jerson

1995 to 1994 to 1995 for DAP Household Household
612 increase in 1995 increase in 1996 HIV+,  CD4400 $1,867.5O/month  $3,787.5O/month

6to8* increase in 1995 increase in 1996 HN+  , physician “not set - ‘low “not set - ‘low
(“ChanQes  to Fk for HIV-related income’” income’”

Medicaid would condition, no
have big effect.“) other coverage





r‘. 1995 compared to the number of people expected to receive these benefits during

1996. Again, most AIDS program directors reported that the number of beneficiaries

expected to receive DAP benefits will increase in 1996. (See Table 3-3.)

Medical Eligibility Requirements

The questionnaire asked the AIDS program directors to provide medical

eligibility requirements for people to receive benefits from the DAP funded by Tile II

during 1995. As the Table 3-3 demonstrates, most states responded that the

individual must be HIV positive to meet medical eligibilii requirements and a number

of states also linked eligibility to a maximum CD4 count. Mississippi and Texas noted

that medical eligibility requirements varied with the drug covered by the DAP in that

state. In Mississippi, for example, to receive Pentamidine a patient must have a CD4

count of 200 or less or have a documented episode of pneumocystis carinii

pneumonia; Gancyclovir is maintenance therapy for patients with defined

cytomegalovirus retinitis. In Texas, for example, to receive Acyclovir a patient must be

diagnosed with HIV infection and acute or chronic herpetic  infections; to receive

ltraconazole  a patient must be diagnosed with HIV infection and diagnosed

histoplasmosis or blastomycosis; and to receive Clarithromycin/Ethambutol  a patient

must be diagnosed with HIV and current or previous diagnosis of mycobacterium

avium complex.

Income Eligibility Requirements

The questionnaire asked the AIDS program directors to provide the maximum

monthly income level an individual in a one-person household could have during 1995

r\ to be eligible for the DAP funded by Tile  II. In addition, the AIDS program directors

were asked to provide the maximum monthly income a family of four could have
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during 1995 for an individual within that family to be eligible for the DAP. These

financial eligibility requirements repotted by the states are presented in Table 3-3.

As Table 3-3 illustrates, the income ceilings established for DAP eligibility are

relatively generous. This is particularly noticeable if these income eligibility standards

for DAPs funded by Title II are compared to income eligibility standards for state

Medicaid coverage (the largest payer of AIDS-related care.) For example, during 1993

most individuals with AIDS could not have incomes in excess of $434 per month to

receive Medicaid coverage in most states? Hence, DAPs  funded by Title II can

provide services to people infected with HIV who have incomes too high to become

eligible for Medicaid coverage, strengthening the public-sector safety net for funding

the care needed by people with HIV-related illness.

Trends in Financial Eligibility

The questionnaire asked if financial eligibility criteria for services provided by

DAPs  during 1995 have become more restrictive since 1993, providing responses of

“more restrictive in 1995,” less restrictive in 1995,” or “remain the same.” While

financial eligibilii for DAPs funded by Title II remained the same in most states, these

criteria have changed in many states as Table 3-4 illustrates. The questionnaire also

asked the AIDS program directors if they expected financial eligibility criteria for DAPs

to become more restrictive during 1996. The AIDS program directors in most states

reported that financial eligibility criteria are expected to remain the same during 1996,

as Table 3-4 presents.
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Dtug Assistance Programs Funded by Tii II of the Ryan White CARE Act during 1995:
Trends in Financial Eliibili and Waiting Lists for Eliiibiiii

Hawaii remained the same remainthesame no no &applicable n o t a p p l i i

p I d a h o remained the same remain the same no no not apptii notappliibla

Illinois

ltldiilla

IOWa

kssresbicdwin1995  moremsbictkinl~

Nmainadthesame mmainthesame

remained the same remain the same

no no notappliibie nc4appkable

no yes. beginning appioximatdy
12lll9s 15 in 12l95

-

no no lK&applii nctappliible

Kanaas

KW

remained the same remain the same no no nctappliibie not apti-

less-in1995 remainthesame no no not applii ncappliible
I I I I I

(noDAP-Qugsarecoveredthroughctwityhospifalsand emeroenCyassistaflU3ti~ilfl-.~

k3srestdmein1995 lessrestrwwin1996 no no notappliible MapplicaMe

lessreMctivein1995 rernainthesame no no not appliible nc4appliible
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Table 34
Drug Assistance  Programs Funded by Tii II of the Ryan White CARE Ad during 1995:

Trends in Financial Eliiibilii and Waiting Lists for Eliiibilii

owlon

p Pennsytvania

Rhode Island

remained the same remainthesame no no notappliible not appkabie

Not applicable  - Pennsylvania  usee no Tii II funds to support the etatewide  ADAP program.
I

nomeponeetothesurvey
I

I
south Carolina ‘Bad on povwty  levek.  adjusted  yearly.’ no yes I 200

I
1 s-smcilthe

SouthDakota remainedthesame remaintheeeme no no 1 notapplii  1 natapplii

TMlnesSee le5sr&Mivein1985 remaintheeame no no notappliible not appliik

TeXaS remained the same remaintheeame yes-butcostc4 no not appliibk not appkabie
diionly

Utah remained the same remain the same no no not applicable notapplicable

Vermoni remained the same remainthesame yes no not appliibk not appliibla

Virginia remainedthesame remainthesame yes no 0 nC4applii

Washington remained the same remainthesame no no notappkabk notapp4&le

West Virginia remained the same remainthesame no no nutappliible notapplicable

W i n morerestkdwin1995 remeintheeame no no not applii not appliible

Wyomino remained the same more r&dctiw in 1996 no no not appliible not applicable

%%ates  with the highest incidence of AIDS.
Source: Robert J. Buchanan. Ph.D., Depertment  of Community Health, Uniwrsity  of Illinois, a 1995 swey of state
program administrators, Tii II of the Ryan White CARE Act. This weearch  was funded by a grant from the
Health  Care Financing Administration, U.S. Department of Health and Human Services (grant X l&P-gO2SS6-01).
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Spend Down Procedures

The questionnaire asked the AIDS program directors if eligibility determination

procedures for DAPs  funded by Tile II include a spend down provision. Spend down

was defined on the questionnaire as “allowing the applicant to deduct the cost of

medical care from income levels and using this medical-cost adjusted income level for

eligibility  determination.” (Most state Medicaid programs allow spend down when

determining Medicaid eligibilii.59)  As Table 34 documents, most states do not

include spend down provisions in the determination of financial eligibility for DAPs

funded by Tile II.

Waiting Lists

The questionnaire asked if there was a waiting list of people in their state

waiting to receive benefits from DAPs  funded by Tile  II during 1995. If there was a

waiting list, the AIDS program directors were asked to estimate both the number of

people currently on the waiting list at the time of the survey and the number of days a

person had to wait to receive benefits during 1995. Based on the survey responses,

Alabama, Arkansas, Delaware, Indiana, and South Carolina reported that there were

people waiting to receive DAP coverage, with the wait as long as six to eight months in

South Carolina. In addition, Alaska noted that in that state there are “people who

cannot get [medications] covered due to the lack of rile II] funds.” Oklahoma

anticipates implementing a waiting list in the future. Nevada reported that the DAP in

that state has the mechanics in place for a waiting list, although no one was waiting

for DAP coverage at the time of the survey.
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Coordination with Medicaid

Although the CARE Act specifies that Tile II funds must be the payer of last

resort, Title II programs can supplement Medicaid coverage if Medicaid does not cover

a needed health service or if a recipient’s care needs exceed Medicaid utilization limits.

The state Medicaid programs and Tile II programs can coordinate services to provide

a continuum of care and eliminate duplication of services, serving the care needs of

people with HIV diseases more efficiently? 35 State Tile II programs also can

access Medicaid eligibility information, allowing them to determine if Ttile  II

beneficiaries are also eligible to receive Medicaid coverage? If Title II recipients are

determined to be Medicaid eligible, CARE Act resources can then be used to provide

medications to other low income people with HIV or AIDS?

Title II/Medicaid Utilization Limits

The questionnaire asked the AIDS program directors if the Medicaid program in

their state “limits utilization of the prescription drug benefit (e.g., 5 prescriptions per

month), does the HIV/AIDS DAP funded by Title II in your state cover the prescription

drug use in excess of the Medicaid limits?” To facilitate responses, the questionnaire

provide “yes, ” “no,” and “no Medicaid drug utilization limits” as possible responses. As

Table 3-5 documents, the DAP funded by Title II in many states did not cover needed

prescriptions in excess of Medicaid utilization limits. The DAP in South Carolina did

assist Medicaid patients with AIDS/HIV obtain medications after they exhausted their

Medicaid benefit of three prescriptions per month, but the DAP had to “suspend this

policy due to lack of funds.”
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Table 3-5
Drug Assistance Programs Funded by ‘We  II of the Ryan White CARE Act during 1 S95:

Coordination with the State Medicaid Program
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Table  345
Drug Assistance Programs Fundad  by Tii II of the  Ryan White CARE Act during 1995:

Coordination with the State Mediiid Program

enrolled. Medii appiii encouraged. Program

Ohii

Oklahoma

Oregon

yes-“WehavedkntsonHADAPwhoarenotyet
Medicaid eligible.’

yes-“Casemanagerscoordinatethedrugsoffersdonths
HADAP with ths 3 Rxs available through Medicaid.”

“Yes - ADAP is provider/payer of tast resort.”

yes (but not sure)

Yes

Yes
I I

“Not appiiibk  - Pennsylvania uses no Tii II funds to support the statewide ADAP program.”

no  response to ths survey
I

Ro

South Carolina
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Title II /Medicaid Eligibility Coordination

The questionnaire asked the AIDS program directors if eligibility for the DAP is

“coordinated with eligibility for Medicaid in your state?” As Table 3-5 indicates, DAP

eligibility is coordinated with Medicaid eligibility in most states. Many states reported

that this Medicaid/DAP eligibility coordination guarantees that Tiie II is the payer of

last resort. The DAPs  in a number of states noted that they cover prescription drug

needs in excess of the Medicaid limits implemented in those states. The AIDS

program directors in Washington State and West Virginia reported that the DAPs in

these states assist clients who are in the process of spending down to Medicaid

eligibility.

Summary and Discussion

Public programs, particularly the state Medicaid programs, pay for the health

services provided to most people with AIDS and a significant percentage of people

infected with HIV.= However, the Medicaid programs establish restrictive eligibility

criteria, requiring during 1993 that incomes be below $434 per month in most

states.39 Programs funded by the Ryan White CARE Act provide services to people

with AIDS and HIV infection with higher income levels, broadening and strengthening

the public-sector safety net for financing HIV-related health care. This paper focused

on the DAPs funded by Tile II of the CARE Act, presenting data on DAP

characteristics, medical and financial eligibility criieria for DAPs, and coordination of

DAP/Medicaid  eligibility.

Most Tile II-funded DAPs  had formularies, with the number of drugs included

ranging as high as 191 medications in New York during 1995. The decision to add

new drugs to the DAP formulaty  is made by a board, panel, or committee in most
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states, with a number of states noting that the cost of medications or the availability of

funds affects these decisions. Although it would allow health providers to prescribe

the most appropriate drug therapies, the DAPs in some states do not allow the off-

label use of medications.

The study also identified the medical and financial criteria necessary for

individuals to become eligible for DAPs. The study documents that the state Title II

programs have established generous income elrglbrlrty  standards for services provided
. . . .

by DAPs,  especially when compared to Medicaid eligibility standards. Hence, DAPs

funded by Tile II can provide drug therapies to people infected with HIV who have

incomes too high to become eligible for Medicaid coverage. The Title II programs

strengthen the public-sector safety net for funding the care needed by people with

r- HIV-related illness.

Many states coordinate Medicaid/DAP eligibility to guarantee that Tii II is the

payer of last resort, helping the DAPs to serve other low-income people with AIDS or

HIV who lack other coverage. DAPs  funded by Ttile II in a number of states cover the

prescription drug needs of Medicaid recipients with HIV or AIDS in excess of the

Medicaid limits implemented in these states. DAPs also can provide drug coverage to

people with AIDS or HIV who are in the process of becoming eligible for Medicaid

benefits.

Generous eligibility criteria and coverage of a broad array of .medications  by

DAPs allow these Title II programs to strengthen the public-sector safety net for

financing the care needed by people with HIV-related illness. DAPs funded by Title II

/1 provide needed medications to people with HIV disease before they become eligible

for Medicaid or Medicare?’ (However, since Medicare generally does not cover
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outpatient prescription drugs, the DAPs will continue to be an important source of drug
M/

coverage for lower-income people with HIV receiving Medicare benefits.) Generous

eligibilii criieria  (or no income restrictions in some states), however, can become a

double-edged sword. If federal funding for Title II programs is not sufficiently

increased to keep up with the increasing number of people expected to receive

benefits from Tile II programs, or if future federal Medicaid reform allows the states to

establish even more restrictive Medicaid eligibility standards, then the Tile II programs

may not be able to provide services for all eligible people. DAPs in a number of states

reported the use of waiting lists. The DAP in South Carolina responded that due to

the lack of funds it can no longer cover the drugs needed by Medicaid recipients with

HIV or AIDS that exceed the drug utilization limits ‘implemented by the Medicaid

programs in that state. The DAP in Illinois reduced the number of covered drugs to 28

on July 1, 1996 because of the high costs of medications provided.4’  Given the

encouraging results of the new protease inhibitors in treating HIV infectioq4*  and the

$12,000 to $15,000 annual cost of these and other drugs per person when used in a

combination therapy or a ‘three-drug cocktail”,43  the DAPs  funded by Tie II will face

increasing fiscal pressures. In fact, some states are already tightening eligibility,

reducing the number of covered drugs, or implementing copayments.““ If federal

funding for Tile II programs in the future does not keep pace with the expected

increase in the number of people eligible for Tile II services, and the costs of services

provided, then the public-sector safety net for financing HIV-related care will be

weakened.
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Chapter 4
Home and Community-Based Care Funded by Title II of the Ryan White CARE A&

Introduction

The Ryan White Comprehensive AIDS Resource Emergency (CARE) Act (Public

Law 101-381) was enacted in August, 1990 to improve both the quality and availability

of care for people with HIV disease and their families.’ The original legislation

authorized: grants to metropolitan areas with the largest number of AIDS cases to

help provide emergency services (Tiile I); grants to the states to improve the quality,

availability, and organization of health and related support services (Tiile II); grants to

state health departments for AIDS early intervention services (Rile  Ill-a) and

community-based primary care facilities (Title Ill-b); and grants for research and

evaluation initiatives, including demonstration programs for pediatric AIDS research

(Title hQ2 Title II of the CARE Act allows states to allocate funds among any or all of

four areas to: cover home-based health services, provide medication and other

treatments, continue private health insurance coverage, or fund HIV care consortia.3

The objective of this paper is to identify how the states are using Title II funds to

implement home and community-based care programs. The paper identifies states

that have implemented home and community-based care programs with Title II funds,

the home and community-based services offered, medical and financial eligibility

criteria, and coordination with the state Medicaid programs.

Methodology

To identify how the states are using Title II funds to implement home and

community-based care programs, state AIDS program directors were surveyed. The

‘Published in AIDS & PUBLIC POLICY JOURNAL, Vol. 12, No. 1,1997.
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names and addresses of these directors in each state were obtained from the National

Alliance of State and Territorial AIDS Directors.4  In addition, the address file was

updated with the names and addresses of AIDS program directors obtained from the

Health Resources and Services Administration of the federal government?

Survey Process

A home and. community-based care questionnaire was mailed to these AIDS

program directors in May, 1995.  Three additional mailings of the questionnaires were

sent to the states not participating in the survey. When the survey was completed in

early 1996, AIDS program directors (or their staffs) in 49 states and the District of

Columbia provided data (no reply was received from Rhode Island). The survey

responses were summarized into tables and mailed to the AIDS program directors for

verification and updates in April, 1999 Updates and any additional information *

received during the verification process were added to the final tables used in this

paper.

Incidence of AIDS

The incidence of AIDS and HIV infection varies widely among the states. Since

the focus of this paper is the implementation of home and community-based care

programs funded by Tile II during 1995, state-level AIDS rates per 100,000 population

for 1995 were used to put state-level policies for home and community-based care

programs into the context of the incidence of AIDS. The map for male L

adults/adolescent AIDS annual rates was used for this study to present the incidence

of AIDS throughout the United States, with each state assigned to one of our four

AIDS-incidence categories? To illustrate the incidence of AIDS throughout the United

States, the states were classified according to reported cases: highest incidence of
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Table 4-1:
Categorization of the States by AIDS Incidence Rates for Males (1995)

LOW INCIDENCE (Less than 25.0 cases per 100,000 population): Alaska, Arkansas,
Idaho, Iowa, Indiana, Kentucky, Maine, Minnesota, Montana,Nebraska, New
Hampshire, New Mexico, North Dakota, Ohio, Oklahoma, South Dakota, Utah,
Vermont, West Virginia, Wisconsin, and Wyoming.

MEDIUM INCIDENCE (25 - 49.9 cases per 100,000 population): Alabama, Arizona,
Colorado, Illinois, Kansas, Massachusetts, Michigan, Mississippi, Missouri, North
Carolina, Oregon, Pennsylvania, Rhode Island, Tennessee, Virginia, and Washington.

HIGH INCIDENCE (50 - 74.9 cases per 100,000 population): Georgia, Hawaii,
Louisiana, Nevada, South Carolina, and Texas.

HIGHEST INCIDENCE (75 and over cases per 100,000 population): California,
Connecticut, Delaware, District of Columbia, Florida, Maryland, New Jersey, and New
York.
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AIDS (75 or more AIDS cases per 100,000 population); high incidence (50 to 74.9

AIDS cases per 100,000 population); medium incidence (25 to 49.9 AIDS cases per

100,000 population) or low incidence (0 to 24.9 AIDS cases per 100,000 population).

Table 4-1 summarizes the categorization of the states by the incidence of AIDS.

Home and Community-Based Care Programs

Table 4-2 presents the states that did not implement home and community-

based care programs with Title II funds during 1995. However, as Table 4-2 illustrates,

HIV consortia funded by Tile II provided home and community-based services in

many of these states. The states that reported implementing home and community-

based care programs with Tile  II funds during 1995 are presented in Table 4-37

Home and Community-Based Services

The questionnaire asked the AIDS program directors to describe the services

covered by the home and community-based care programs funded by Tile II during

1995. To facilitate responses, the questionnaire offered a listing of 15 home and

community-based services along with a response of “other (please describe),” with a

request to circle any that apply. The 15 home and community-

based care listed on the questionnaire are:

durable medical equipment
home health services
day treatment and partial hospitalization
aerosolized drug therapy
dental services
mental health, development, and rehab services
transportation to health care
HIV prevention education for families

homemaker services
personal care services
home intravenous therapy
in-home diagnostic testing
home hospice care
case management
child care services
other (please describe):
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Table 4-2
States Not implementing Home and Community-Based Care Programs

Funded by Title II of the Ryan White CARE Aot  during 1995

1 Alabama
I The Home and Community-Based Care Services Funded by Tie II During 1995:

The Tiie II program in Alabama did not have a Home and Community-Based Care Proaram  in 1995. I

Alaska

Arizona

Arkansas

but the consortia program did cover home and oommur&-based  servi&
The Title II program in Alaska did not have a Home and Community-Based Dare Program in ig%

due to insufficient funds.
The Tiie II program in Arizona did not have a Home and Communttv-Based Dare Prooram in 1995.

but the consortia program did cover home and commu&y-based  servi&.
The Tiie II program in Arkansas did not have a Home and Community-Based Dare Program in 1995.

Colorado The Tttle  II program in Colorado did not have a Home and Community-Dased  Dare Program in lM5,  but the
consortia program did cover home and communttv-based  services. ‘Some lconsorttal  treat it like anv

I
Conneotic@  1

. _
any other Ryan White service area; others do not provide i at all.’ -

.

The Tiie II program in Connecticut covered many home and oommunity-based se&es I
through the Ryan White consortia program in 1995.

floridaA The Title II program in florida  did not have a t-tome and Community-Based Dare Program in 1995.  O&her  TitJe  II
programs, such as the consortia, covered home and community-based services in flortda based on an assessment

of individual need. The Medicaid AlDS Waiver provides these services on a statewide basis.
Hawaii The Tii II program in Hawaii did not have a Horn: and Community-Based Dare Program in 1995.

ldaho The Tiie II program in ktaho  did not have a Home and Community-Based Dare Program in 1995.

Ulinois The Tie  II program in lllinois did not have a Home and Community-Based Dare Program in 1995,
but local Title II consortia may provide home and communit+ased  services.

Indiana The Tiie II program in Indiana did not have a Home and Community-Based Dare Program in lg&

bwa The Title II program in bwa did not have a Home and Community-Based Dare Program in 1995.
/--

Missouri The Tie II program in Missourt  did not have a Home and Community-Based Dare Program in 1995.
-.
Montana

Nebraska

North Carolina

North Dakota

The Tie II program in Montana did not have a Home and Community-Based Dare Program in 1995.

The Title II program in Nebraska did not have a Home and Community-Based Dare Program in 1995.
(However, similar services are available from the Nebraska Department of social  Services.)
Home and community-based services funded by Title II were provided through consortia

in North Carolina during 1995  and may be provided on a state-level during 1996.
The Title II program in North Dakota did not have a Home and Community-Based Dare Program in 1995.

Oregon

Pennsylvania

Rhode island

South Carolina

Texas

Vermont

The Titie II program in Oregon did not have a Home and Community-Based Dare Program in 1995,
but local Tiie II consortia provided home and community-based services.

Not applicable because Pennsyivania does not administer these programs directly with Title II funds.
[Individual consortia may provide these services in~Pennsylvania.T

no response to the survey

The Title II program in South Carolina did not have a Home and Community-Based Dare Program in 1995,
but local Title II consortia may provide home and community-based services as needed.

The Title II program in Texas did not have a separate Home and Community-Based Dare Program in 1995,
but home and community-based services were combined with Tiie II HN Dare Consortia.

The Tie II program in Vermont did not have a Home and Community-Based Care Program in 1995.

Virginia

West Virginia

The Tie II program in Virginia did not have a Home and Community-Based Dare Program in 1995.
However, some consortia cover this care.

The Title II program in West Virginia did not have a Home and Community-Based Dare Program in 1995.
I

Wisconsin I The Title II program in Wisconsin did not have a Home and Community-Based Dare Program in 1995.
I

%ates  with the highest incidence of AIDS.
Source: Robert J. Buchanan, Ph.D., Department of Community Health, University of lllinois, a 1995  survey of state

0 program administrators, Tiie II of the Ryan Whii  CARE  Act. This research was funded by a grant from the
Health Dare Financing Administration, U.S. Department of Health and Human Services (grant # 18-P-90286/5-01).
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The services provided by the home and community-based care programs

funded by Tile II in the states and the District of Columbia are summarized in Table 4

3. In addition to the home and community-based care services listed on the

questionnaire, a number of states reported coverage of other services as well. Among

these other home and community-based care services provided during 1995 were:

food and housing assistance, ophthalmic services, psychosocial counseling, benefits

counseling, nutritional counseling and supplements, home-delivered meals, RN visits

and assessments, physical and occupational therapy, professional nursing services,

day care, respite care, primary medical care, advocacy services, food banks, early

intervention services, rural initiatives, spiritual counseling, and escort services for

health care staff visiting clients in high crime areas.

P Trends in Services Offered

The questionnaire asked the AIDS program directors to compare the number of

services offered by the home and community-based care programs in their state

during 1995 to the number of services covered in 19% As Table 4-4 illustrates, about

one half of the states with home and community-based care programs funded by Tile

II reported that the number of services remained the same and the rest of the states

reported the number of services increased in 1995, with no states reporting a

decrease. The questionnaire also asked the AIDS program directors to estimate how

the number of home and community-based care services expected to be offered in

their state during 1996 compares to the number of services covered in 1995. As Table

4-4 presents, the AIDS program directors in most states reported that the number of

P
services provided by Tile  II home and community-based care programs is expected to

remain the same in 1996, with increases expected in a few states. The number of
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Table4-3
Home and Community-Based Care Programs Funded by Tii ll ofthe Ryan White  CARE Act during lSB5z

Hume  and Community-Based Services

caliii”

De&war&

Disbictd
ColumbiaA

Georgia

Kentucky

Louisiana

Maine

,t--
Maryland~

MassachuseasFMiiin

MinnesotaFMississippi

New Hampshire

m-ENewMexico

NeWYorlc*

North Carolina

healthcare,HNsecondaryprevention~ducationforfamilieJ,homemskersenrices,personalcereservices,
homeintmvenousthempy,in-homediino&ctesling,twmehospicecare,case~

day/respite care, primary medical care.  adwxacy  sewices.  and food bank
durable medical equipment, home health wvices,aemsoliidrugthempy,mentalheaHhsewices.
personalCa~-,homeilltlZI~ therapy, in-home diignostic testing,  and home hospice care

.OtherservicesarefundedwithS(atemoneyfromtheDepaltmentoiHeglthand~ls.’
homeheellh sewices,aerosolizeddruglhempy,dentalsewices. mentalh4lh-.~

to health care, HN pmwn6on  edu&ion  for families. homemaker sewices,persoMlcare-.
hOme  inbavenous therapy, in-home diagnostic test&j.  and case management

‘UnderconbacfT~IIfundscasemaMgementagenciesstatewide80prcwidelinkaOe
tomanyservicescoveredunderHomeandCommunityBasedSewices.

krrable  medical equipment,  hume health wviass, aemsolii drug therapy. mental health  wvices.tranqorta&
bhealthwre,homemakerservices,penonalca~servioes,homeintravenowtherapy.  andhomehaspicecam

homemaker wvices

d

durablemediiequipment,homehealth -,dental-,mensalhealth-,MMpOMKM
to heallh care, homem&rservims,pewnalcarese&es,homeinbawws fJwapy,kl-home

diinoslic testing. home hospice care, case management. child care, and secondary prewnlion  wvicqs
“ThesearendaUconsidecedeligiblesenricesthrouOhtheHCBCproOremkrt

familii,homemakerandperwnalcareserviws  .(maintenance onty).  case manageme&  earty  intewe&n.
rural initiatives.  complementary sewices.  infomMion  and referral, em&gency  mo&y assistance. and day care

aerosokeddrugtherapyandhomeintravenoustheraw

home hoSPice  care. case  management deliier&  meals, spiritual Gseling,  and housing  assistance
durable  medical ecwipment,  home health sewicos.  dav  tregtment andDC#ftk~hOS4hiii,aerosdKd

drug therapy, mentalheallhhomeintra  .devekpmentanddw&ices,-kersenrice;,penonalcareservkes,
venous therapy, in-home diagnostic testing, and case management

durable mediil equipment, day lreabn& sewices.  MfOSdKd  drug therapy, mental health  senfims,
homemakerswices,persollglcaresewices, home inbavenous therapy, in-home diiagrK&c  testing‘ case

management and escort wvices  for professional  and paraprofessiinal  staff visiting clients  in high crime areas
durable medical  equipment, home health sewices.  aerosol&d drug therapy, banspoMkm to health care,

l-l&I  pmvenlion  education for families. homemaker se&es. pemonalcare-, homeirdwenowttwapy,
in-home diagnostic testing, case management, and chikl  care

durable mediil equipment, home health 5wices,daywatnh3ntse4vims,hcinemaker-,
personal care sewices, home intravenous therapy.  and in-home diagnostic testing

mediil care, mental health counseling, homemaker sewices, hospice care. home-delivered
meals, HN support groups. personal care, nursing cam. substance abuse sewices,

adult day  Qu8. V sewices.  case manaws. child care, wAiab~ senMs,dentalcare.
home  h&h senrices.  respite care,  bendits  iidv&cy, housi~~r&e&.  and legal services

(Home and communily-bw3d sewiceswerewwideddurinal~throuahconwlia
and~ybeprovidedona&e4ewldu&1996.)  -

durable medical quipment,  home health sewices. homemaker SMViCB.peMnalCare-.
homehospicecam.RNvisits,andRNasewwnB

durable medical  equipme&,  home health sewices, mew health sewices. HN wewntion  education fur familii,
homemaker set&es,  personal care sewices, home hospice care. a;ld  case management

durable medical equipment, home health sewices. day treatment and partial hc6pitalii sewices,
aerosol&d  drug therapy, mental health sewices.  personal care sewices,  and case management

-maMgement
C Eleven diient sewices were implemented on January 1 , 1ssS.")

durable medical equipment, homemaker  sewices. personal careserukss. in-home diillostic  te&ng.
case management N drug therapy, and skilled nursing

lental  sewices.  transpottation  to health care, homemaker se&ces.  personal care services, and case managemen!
‘Home  care is provided on a personal care basis  with home health/nursing from Medicaid and insurance’

durable medical  equipment, aemsolii  drug therapy, dental services, transportation to health care.
IllenM health sewices.  home inbwencw therapy, and case management

St incidence of AIDS.
chanan, Ph.D., Department  of Community Health.  University  of Illinois, a 1995  sutvey  of state

The Home and Community-Eased Care Sewices  Funded by Tii II During 1995:
durable medical  equipment.  home health sewices. mentalheaMlsewices.iraanswrtationtoheanhcare,

HNprevenbjoneducation~fPmilies,homemakersenrices,personslcsreserviees.iwwneinbwenous~,
iwhomediinostictesting,hometwspicecam,casemanagenw&foodandhousing~

pdmsocbl counseling, be&its counseling. nuttMonal  counseling and suppleme&.  and home&iiL meal!
durable medical equipment, home  health servims,day~eabnentandpaltial~

aemsoliidrugtherapy,dentalsewicw. menbrl heawl services.  tlansuxMon  to health care. &lmic
sewices,  homemak&erv&s.  personal care sewices.

durable medii  eaui~ home health
hwne inbavenous  tbrapy.  and in-home dincstic  testiq

sewices.homemakersarvice.DeMllalcareservices.
home intravenous &pi, physical  and occupational therapy servkxs,  and pr&&onal  nursing services

case management

durable medical equipment, home health sewices, daybabnentandpatiialhospitalizatiq
aerosoliidrugUwapy,homemaker-. PersoMlcafe -,homeintravenousthampy,

in-home diagnostic testing, and home hospice care
durable medical equipment. home health sewices.  dental services. mentAheatthWVk!&,trensportabionb

progmmadminisf&ws,TiiIIoftheRyanWhiiteCAREA&  Thiiresearchwasftmdedbyagmntfromttw
Health Care Financing Administration, U.S. Department of Health and Human Services (grants  1S-P402S65O1).
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services covered by the home and community-based care program in Kentucky was

expected to decrease and Michigan responded that the Tile II home and community-

based care program may be discontinued in that state during 1996.

Effective Home and Community-Based Care Services

The questionnaire asked the AIDS program directors to list the services that are

most effective at meeting the care needs of people with HIV that were covered by the

home and community-based care program in their state during 1995. The responses

are summarized in Table 44. Among the most frequently mentioned effective home

and community-based care services are: case management, personal/attendant care,

homemaker/chore services, home I.V. therapy, and transportation.

Title II Beneficiaries  and Eligibility Policies

The Ryan White CARE Act did not establish income restrictions for individuals to

receive benefits from Tie II programs, although the statute did specify that CARE Act

programs must be the payer of last resort. 8 Given the absence of federally-set

income standards for eligibility, the states have the ability to establish there own

financial eligibly criteria for individuals to receive Tile II benefits. The survey asked the

AIDS program directors to provide: the number of people receiving services from

home and community-based care programs funded by Tile  II; medical and financial

eligibility criteria for services offered by home and community-based care programs;

trends in financial eligibility criieria;  spend down procedures for eligibility; and any use

of waiting lists.

People Receiving Home and Community-Based Care Benefits

The questionnaire asked the AIDS program directors to estimate at the time of

the survey (mid 1995) the number of people in their state receiving services from
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f-

CaliforniaA

DelawareA

District of
ColumbiaA

Georgia

Kansas

Kentucky

Louisiana

Maine

Maryland  ^

MasseChUWtS

Michigan

Minnesota

Uississippi

Uevada

Uew Hampshire

vew Jersef

Jew Mexico

Jew York^

4orth  Carolina

Table 4-4
Home and Community-Based Care Programs Funded by Tiie II of the Ryan white CAFE  Act during 1995:

Home and Community-Based Services

increase in 1995 increase in 199c
homemaker -and  personal & attendant services .

homemaker/personal care services

increase in 1995 increase in 1996 ‘Home health aides account for 73% of the cost of the HIV
Home Care Program Services. All services are pre-
authorized based on medical needs justification.’

remain the same remain the same personal care and respite care
(Home and community-based services were provided during 1995  through consortia

and may be provided on a state-level during lgg3.1
remain the same I remain the same 1 homemaker services, home health aide, and supplier

increase in 1995
(uncertain)

increase in 1996 personal and skilled care
I

remain the same
I

remain the same
I

home health care
I

I I

increase in 1995
I

increase in 1996
I

We only offer case managers during 1995.’
I I

remain the same remain the same personal care and homemaker services

remain the same I remain the same case management, dental care, pharmacy assistance,.
and home care

Vyoming increase in 1995 increase in lgg6 ‘Case management - case managers are advacates,
mothers, and a source of human caring.

,States  with the highest incidence of AIDS.
;Ource: Robert J. Buchanan, Ph.D., Department of Community Health, University of Illinois, a 1995  survey of state
program  administrators, Tie II of the FIyan  W?Gte  CAFE Act. This research was funded by a grant from the
lealth  Dare Financing Administration, U.S. Department of Health and Human Services (grant # 13-P-90286/501).
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home and community-based care programs funded by Tile  II, with these estimates
P

presented in Table 4-5. The questionnaire also asked the AIDS program directors to

estimate how the number of these people receiving home and community-based

services in their state during 1995 compared to the number of people receiving

services in 1994. As Table 4-5 presents, the AIDS program directors in most states

estimated that the number of people receiving services from the home and

community-based care programs funded by Tile II increased in 1995 compared to

1994. In addition, the questionnaire asked the AIDS program directors to estimate

how the number of people receiving home and community-based care services in their

state during 1995 compared to the number of people expected to receive these

services during 1996. As Table 4-5 illustrates, the AIDS program directors in most

states expect the number of people receiving services provided by home and

community-based care programs funded by Title II to increase during 1996.

Medical Eligibility Requirements

The questionnaire asked the AIDS program directors to provide medical

eligibility requirements in their state for people to receive home and community-based

services funded by Tie II during 1995. As the Table 4-5 documents, most states

responded that the individual must be HIV positive to meet medical eligibility

requirements. Many states have implemented additional medical criteria, typically

relating to physical dependency or requiring assistance with activities for daily living.

For example, medical eligibility criieria for services provided by home and community-

based care programs funded by Title II in California require that a person be

/+-, “symptomatic HIV or AIDS and need assistance in at least one area of functioning.”

Similarly, in the District of Columbia a person must be non-ambulatory “with non-acute
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conditions related to HIV disease who [is] unable to receive outpatient primary medical

care, but [does] not require [institutional care].”

Income Eligibility Requirements

The questionnaire asked the AIDS program directors to provide the maximum

monthly income level an individual in a one-person household living in their state could

have during 1995 to be eligible for the home and community-based care program. In

addition, the AIDS program directors were asked to provide the maximum monthly

income a family of four could have during 1995 for an individual within that family to be

eligible for the home and community-based care program. These financial eligibility

requirements reported by the states are presented in Table 4-5. A few states reported

no income requirements for HIV infected people to receive services from the home

and community-based care program funded by Title II. As Table 4-5 illustrates, even
P

states that establish income ceilings for eligibility, set generous eligibility standards.

This is particularly noticeable if income eligibility standards for services offered by the

home and community-based care programs funded by Tile II are compared to income

eligibility standards for state Medicaid coverage (the largest payer of AIDS-related

care.) For example, during 1993 most individuals with AIDS could not have incomes in

excess of $434 per month to receive Medicaid coverage in most states.’ Hence,

home and community-based care programs funded by Title II can provide services to

people infected with HIV who have incomes too high to become eligible for Medicaid

coverage. The Tile  II programs strengthen the public-sector safety net for funding the

care needed by people with HIV-related illness.
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Trends in Financial Eligibility Criteria

The questionnaire asked the AIDS program directors if financial eligibility criieria

in their state for services provided by the home and community-based care program

during 1995 have become more restrictive since 1993, providing responses of “more

restrictive in 1995,” less restrictive in 1995,” or “remain the same.” While financial

eligibility for home and community-based care services funded by Tile II remained the

same in many states, these criteria have changed in a number of states as Table 4-5

illustrates. The questionnaire also asked the AIDS program directors if they expected

financial eligibility criteria for the home and community-based care programs in their

state to become more restrictive during 1996. All the states (and the District of

Columbia) responding to the survey that provided home and community-based care

programs funded by Tie II reported that financial eligibility criteria are expected to

remain the same during 1996 except for four states. Financial eligibility criteria for the

home and community-based care program in Wyoming, New Mexico, and Michigan”

are expected to become more restrictive in 1996 and Georgia did not answer this

question. (Given the similarity of responses from most states, these data for 1996 are

not reported in Table 4-5.)

Spend Down Procedures

The questionnaire asked the AIDS program directors if eligibility determination

procedures in their state for services provided by home and community-based care

programs include a spend down provision. Spend down was defined on the

questionnaire as “allowing the applicant to deduct the cost of medical care from

income levels and using this medical-cost adjusted income level for eligibility
0

determination.” (Most state Medicaid programs allow spend down when determining
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Medicaid eligibility.“) According to the survey responses, only the Title II programs

in Maryland, North Carolina, Ohio, and Oklahoma include spend down provisions in

the determination of financial eligibility for services provided by home and community-

based care programs, while Minnesota reported it “depends on the program.” The

other states with home and community-based care programs funded by Ttie  II either

did not include spend down provisions in the eligibility process, or spend down was

not applicable because the state had no income requirements for eligibility. (Given the

similarity of responses from most states, these data for 1996 are not reported in Table

4-5.)

Waiting Lists

The questionnaire asked if there was a waiting list of people in their state

P
waiting to receive services from the home and community-based care program funded

by Tile II during 1995. If there was a waiting list, the AIDS program directors were

asked to estimate both the number of people currently on the waiting list at the time of

the survey and the number of days a person had to wait to receive home and

community-based services during 1995. Based on the survey responses, only the

Tie II program in California reported the use of waiting lists for home and community-

based services, with 700 people waiting at the time of the survey. However, in

California “those most in need (in advanced stages of HIV disease or unable to

function without assistance) are seen or referred to the appropriate sources as soon

as possible.” In addition, Michigan responded that while there was no waiting list at

the time of the survey, one may be implemented “in the very near future.” (Given the

/-- absence of reported waiting lists in all other states, these data are not reported in

Table 4-5.)
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Coordination with Medicaid

Although the Ryan White CARE Act specifies that Tile II funds must be the

payer of last resort, Tile II programs can supplement Medicaid coverage if Medicaid

does not cover a needed health service or if a recipient’s care needs exceed Medicaid

utilization limits.12 If a state Medicaid program does not cover hospice care, for

example, a Medicaid recipient can receive that service through a program funded by

the CARE Act, if available. Similarly, if a Medicaid recipient needs more home nursing

visits then allowed by the state Medicaid program, programs funded by the CARE Act

may pay for additional home nursing care?

The state Medicaid programs and Tile II programs can coordinate services to

provide a continuum of care and eliminate duplication of services, serving the care

needs of people with HIV diseases more efficiently.14  l5 A study by the National

Governor’s Association (NGA) examined how the state Medicaid programs and

programs funded by Tile II can coordinate to serve people with HIV and AIDS more

effectively and efficiently? Among the areas of collaboration identified by the NGA

study are: planning and implementing home care services; administering drug

reimbursement and assistance programs; administering health insurance continuation

programs; cross-training between CARE Act and Medicaid programs; sharing

information and protecting client confidentiality; planning, administering and staffing

case management services; collaborating through CARE Act program meetings (e.g.,

Title II statewide advisory committees); and outstationing Medicaid eligibility workers.

The state Medicaid programs typically do not cover and reimburse the home-

based, nonmedical social and support services often needed by people with AIDS and

HIV disease.” ” The Medicaid Home and Community-Based Care Waiver
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programs, however, allow the state Medicaid programs to reimburse medical and

other support services provided in the home or community to people with AIDS who

would otherwise need institutional care. The state Medicaid programs and the Tiile I

and Tile II programs funded by the Ryan White CARE Act can work together to

design, develop, and implement these Medicaid Home and Community-Based Care

Waiver programs.‘g Developing these Medicaid waiver programs, and coordinating

implementation with CARE Act programs, would allow CARE Act funds to be spent on

alternative care as well as offer a broader array of home and community-based care

services than many state Title II programs can offer due to funding constraints?

Medicaid Home and Community-Based Care Waiver Programs

There are two Medicaid Home and Community-Based Care Waiver programs

that can be used to provide nonmedical, social, and support services to people with

AIDS. Section 2176 of the 1981 Omnibus Budget Reconciliation Act gives the Health

Care Financing Administration (the federal agency with responsibility for Medicaid

administration) the authority to waive certain federal Medicaid regulations to allow

states to cover home and community-based care targeted to specific groups of

Medicaid recipients (such as the disabled) who otherwise would be institutionalized.21

The Omnibus Budget Reconciliation Act of 1985 amended Section 2176 to allow AIDS-

specific waiver programs for home and community-based care? The state Medicaid

programs can use either the original waiver program for the elderly and disabled to

provide special services to Medicaid recipients with AIDS because of their disability

status, or the AIDS-specific waiver program. The expanded home and community-

based care services covered through these waiver programs allow Medicaid programs
%

to provide a broad array of medical, personal care, and other nonmedical and social
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,r-x support services to people with AIDS in their homes? In addition to expanded

coverage of services, these waiver programs also permit the states to establish less

restrictive financial eligibility criteria for waiver services than used to establish eligibility

for the regular Medicaid program, allowing more people with AIDS to receive care.”

Title II/Medicaid Utilization Limits

The questionnaire asked the AIDS program directors if the Medicaid program in

their state “limits utilization of home-based care (e.g., 50 home health visits per year),

do home and community-based care programs funded by Tile II in your state cover

the use of these services in excess of the Medicaid limits?” To facilitate responses,

the questionnaire provide “yes,” ”no,” and “no Medicaid utilization limits” as possible

responses. As Table 4-6 documents, the home and community-based care programs

funded by Title II in most states did cover needed services in excess of Medicaid

utilization limits during 1995.

Effective Tiile II /Medicaid Coordination

The questionnaire asked the AIDS program directors to “describe effective

methods and policies for the coordination and integration of the Medicaid program

with the Tile II program in your state.” Table 4-6 summarizes their responses. In

many states Tile II/Medicaid coordination involves assuring that Tale II is the payer of

last resort. In Louisiana, for example, the home health agency is required to verify if

the patient has.coverage by other third-party payers. In Maryland, Tale II home care

providers also must be approved as Medicaid providers and bill Medicaid for any

covered health care that is provided. In New Jersey and Wyoming case managers

assist Title II beneficiaries with the Medicaid eligibility process, while in Mississippi theP

Title II coordinator serves as the gatekeeper for the coordination of Title II benefits with
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Medicaid coverage. In North Carolina the AIDS Care Branch (Trrle II) has “an

interagency agreement with Medicaid to manage the Medicaid HIV case management

program and the Medicaid Home and Community-based services waiver.” The Tile II

program in New Mexico reported that it utilizes HIV/AIDS waiver funds.

In California the Tffle II program contracts with organizations that also are

certified as providers for the Medicaid AIDS waiver program for home and community-

based care. Tie II funding also supplements an existing state program (AIDS Case

Management Program) that provides nurse case management and home and

community-based care services to people with mid to late stage HIV/AIDS. Most of

the providers for this state program are also Medicaid AIDS waiver providers.

Because the Title II program has contracts with providers that also serve the Medicaid

AIDS waiver program and the AIDS Case Management Program, continuity of care is

not interrupted for most individuals as they become eligible for the Medicaid AIDS

waiver program. To promote continuity of care as people become Medicaid eligible,

as well as help assure that Title II is the payer of last resort, the home and community-

based care programs funded by Ttile II should contract with Medicaid-certified service

providers.

Barriers to Title II/Medicaid Coordination

The questionnaire asked the AIDS program directors to “describe any barriers

to the coordination and integration of the Medicaid program with the Ttle II program in

your state.” As Table 4-6 presents, one barrier to coordination and integration results

from administration of the two programs by different state agencies. AIDS program

directors in other states noted that the Medicaid eligibility/application process is
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,P difficult and time consuming, while other directors mentioned limited Medicaid

coverage of services.

Summary and Discussion

Public programs, particularly the state Medicaid programs, pay for the health

services provided to most people with AIDS and a significant percentage of people

infected with HIV.= However, the Medicaid programs establish restrictive eligibility

criieria, requiring during 1993 that incomes be below $434 per month in most

states? Programs funded by the Ryan White CARE Act provide services to people

with AIDS and HIV infection with higher income levels, broadening and strengthening

the public-sector safety net for financing HIV-related health care. This paper focused

on the home and community-based care programs funded by Tie II of the CARE Act,

P presenting data on the home and community-based services covered, medical and

financial eligibility criteria for these services, and coordination of the Title II programs

with the state Medicaid programs.

The study identified a range of home and community-based care services

funded by Tile II in various states during 1995. Among the most effective services

identified by the study are: case management, personal/attendant care,

homemaker/chore services, home I.V. therapy, and transportation.

The study also identified the medical and financial criieria necessary for

individuals to become eligible for home and community-based services. The study

documents that the state Tile II programs have established generous income eligibility

standards for services provided by the home and community-based care programs,

especially when compared to Medicaid eligibility standards. Hence, home and

community-based care programs funded by Ttile  II can provide services to people
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r‘
infected with HIV who have incomes too high to become eligible for Medicaid

coverage. The Tile II programs strengthen the public-sector safety net for funding the

care needed by people with HIV-related illness.

Coordination of the Tile II programs with the Medicaid Home and Community-

Based Care Waiver programs will increase the range of services available to people

with AIDS and HIV infection while conserving limited Tile II resources. Contracting

with Medicaid-certified providers of home and community-based services will allow the

Tile II programs to promote the continuity of care as patients become eligible for

Medicaid, as well as help assure that Title II is the payer of last resort.

Generous eligibility criteria and coverage of a broad array of home health,

personal care, and support services by the home and community-based care

programs allows Tffle II and other CARE Act programs to strengthen the public-sector

safety net for financing the care needed by people with HIV-related illness. Trtle  II

programs provide needed care to people with HIV disease before they become eligible

for Medicaid or Medicare? Generous eligibility criieria (or no income restrictions in

some states), however, can become a double-edged sword. If federal funding for Title

II programs is not sufficiently increased to keep up with the increasing number of

people expected to receive benefits from Trtle II programs, or if future federal Medicaid

reform allows the states to establish even more restrictive Medicaid eligibility

standards, then the Title II programs may not be able to provide services for all eligible

people. This could result in the use of waiting lists, reduced services, some other

forms of rationing, or the implementation of more restrictive eligibility criieria. For

f-k example, financial shortfalls have jeopardized the home and community-based care

program in Michigan. If federal funding for Ttile II programs in the future does not
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P
keep pace with the expected increase in the number of people eligible for Tile II

services, then the public-sector safety net for financing HIV-related care will be

weakened.
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Chapter 5
Health Insurance Continuation Programs Funded by Title II

of the Ryan White CARE Act8

Introduction

The Ryan White Comprehensive AIDS Resource Emergency (CARE) Act (Public

Law 101-381) was enacted in August, 1990 to improve both the quality and availability

of care for people with HIV disease and their families.’ The original legislation

authorized: grants to metropolitan areas with the largest number of AIDS cases to

help provide emergency services (Title I); grants to the states to improve the quality,

availability, and organization of health and related support services (Tiile  II); grants to

state health departments for AIDS early intervention services (Title Ill-a) and

community-based primary care facilities (Tiile Ill-b); and grants for research and

evaluation initiatives, including demonstration programs for pediatric AIDS research

(Title hQ2 Title II of the CARE Act allows states to allocate funds among any or all of

four areas to: cover home-based health services, provide medication and other

treatments, continue private health insurance coverage, or fund HIV care consortia.3

Background

Among people living with AIDS who have private insurance, 71 percent had

their coverage provided by their employers.4 However, 50 percent of people who

were employed before a diagnosis of HIV-related illness stopped working within two

years of the onset of the first symptoms.5 As their illness progresses to the point

where they stop working, employment-based, private health insurance may stop for

people with AIDS just when their health care needs intensify.
n

aPublished  in AIDS & PUBLIC POLICY JOURNAL, Vol. 12, No. 2, 1997.
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The Consolidated Omnibus Budget Reconciliation Act of 1985 (P.L. 99-272)

requires employers with 20 or more employees that offer a group health plan to

continue that coverage for 18 months at the worker’s expense (up to 102 percent of

the premium) upon termination of employment. 6 The Omnibus Budget Reconciliation

Act of 1989 (OBRA 89, P.L. 101-239) provided for an extension of coverage at the

worker’s expense up to 29 months ( at up to 150 percent of the premium after the

18th month) for people who have disabilities when employment was ended.’ OBRA

89 allows for the continuation of private health insurance coverage for workers forced

to leave employment due to disability as they completed the 29 month waiting period

before Medicare coverage begins.’

However, with the end of employment, a person living with AIDS may not be able to

afford these premiums and private health coverage would lapse. The objective of this

paper is to identify how the states are using Tile II funds to implement health

insurance continuation programs. The paper identifies states that have implemented

health insurance continuation programs with Tile II funds, the health insurance options

offered, and medical and financial eligibility criteria.

Methodology

To identify how the states are using Tile II funds to implement health insurance

continuation programs, state AIDS program directors were surveyed. The names and

addresses of these directors in each state were obtained from the National Alliance of

State and Terriiorial AIDS Directors.g  In addition, the address file was updated with

the names and addresses of AIDS program directors obtained from the Health

Resources and Services Administration of the federal government.‘*
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Survey Process

A health insurance continuation questionnaire was mailed to these AIDS

program directors in May, 1995. Three additional mailings of the questionnaires were

sent to the states not participating in the survey. When the survey was completed in

early 1996, AIDS program directors (or their staffs) in 49 states and the District of

Columbia provided data (no reply was received from Rhode Island). The survey

responses were summarized into tables and mailed to the AIDS program directors for

veriication  and updates in April, 1996. Updates and any additional information

received during the verification process were added to the final tables used in this

paper.

Incidence of AIDS

r‘
The incidence of AIDS and HIV infection varies widely among the states. Since

the focus of this paper is the implementation of health insurance continuation

programs funded by Tile II during 1995, state-level AIDS rates per 100,000 population

for 1995 were used to put state-level policies for health insurance continuation

programs into the context of the incidence of AIDS. The map for male

adults/adolescent AIDS annual rates was used for this study to present the incidence

of AIDS throughout the United States, with each state assigned to one of our four

AIDS-incidence categories.” To illustrate the incidence of AIDS throughout the

United States, the states were classified according to reported cases: highest

incidence of AIDS (75 or more AIDS cases per 100,000 population); high incidence (50

to 74.9 AIDS cases per 100,000 population); medium incidence (25 to 49.9 AIDS cases

0 per 100,000 population) or low incidence (0 to 24.9 AIDS cases per 100,000
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Table 5-1:
Categorization of the States by AIDS Incidence Rates for Males (1995)

LOW INCIDENCE (Less than 25.0 cases per 100,000 population): Alaska, Arkansas,
Idaho, Iowa, Indiana, Kentucky, Maine, Minnesota, Montana,Nebraska, New
Hampshire, New Mexico, North Dakota, Ohio, Oklahoma, South Dakota, Utah,
Vermont, West Virginia, Wisconsin, and Wyoming.

MEDIUM INCIDENCE (25 - 49.9 cases per 100,000 population): Alabama, Arizona,
Colorado, Illinois, Kansas, Massachusetts, Michigan, Mississippi, Missouri, North
Carolina, Oregon, Pennsylvania, Rhode Island, Tennessee, Virginia, and Washington.

HIGH INCIDENCE (50 - 74.9 cases per 100,000 population): Georgia, Hawaii,
Louisiana, Nevada, South Carolina, and Texas.

HIGHEST INCIDENCE (75 and over cases per 100,000 population): California,
Connecticut, Delaware, District of Columbia, Florida, Maryland, New Jersey, and New
York.
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population). Table 5-1 summarizes the categorization of the states by the incidence of

AIDS.

Health Insurance Continuation Programs

Table 5-2 presents the states that did not implement health insurance

continuation programs with Tie II funds during 1995. However, as Table 5-2

illustrates, HIV consortia funded by Tile II assisted with the continuation of health

insurance in some of these states and other states reported that state-funded

programs cover the continuation of health insurance. The states that reported

implementing health insurance continuation programs with Tile II funds during 1995

are presented in Table 5-3.12

The questionnaire asked the AIDS program directors if Tile II funds were used

during 1995 for the payment of: health insurance premiums, health insurance

copayments or coinsurance, health insurance deductibles, or “other health insurance

costs (please explain).” The health insurance continuation policies funded by Title II

and implemented in the states are summarized in Table 53. As Table 5-3 illustrates,

all of the states (except Wisconsin) used Title II funds to pay for health insurance

premiums, with a few states paying deductibles and/or copayments or coinsurance as

well. The Title II program in Minnesota responded that in addition to health insurance

premiums, dental insurance was covered during 1995. The Ttile II program in

Wisconsin reported that Title II funds were used during 1995 for the costs of

administering the health insurance continuation program and state funds were used to

pay the health insurance premiums.
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W i n other- 65 increase in iwease in documwbtiond Sl29o/month t2,6&znth
(1996) 1995 1996 HIV+ (lgg6) (1998)

--TitleIIfundsareusedfor(hecostdadm~inrurenceprograms(salaryPndaooodatedpoJitioncoots),
statefundsareusedtopaythepremiums

wy”i”o H.I. premiums, 4 increase in increasein H&l+ t20,43wyear t41*65Owr
copay/coinsurance. 199E 1996

and deductibles
Q3ates  with the highest incidence d AIDS.
Source: Robert J. Wchanan,  Ph.D., Deparlnwnt d Community Health, Uniwsity  d Illinois, a l&I5 suwey  d date

I--- ~ramadministraton,TitleIIdtheRyanWhiteCAREAd.  lhiiressarchvmsfundedbyagrantfromthe
Health Care Financing Administration. U.S. Department d Heal61 and Human Sawices  (grant  # 16$_90286/5-01).
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Title II Beneficiaries and Eligibility Policies

The Ryan White CARE Act did not establish income restrictions for individuals to

receive benefits from Tie II programs.13 Given the absence of federally-set income

standards for eligibility, the states have the ability to establish there own

financialeligibly criieria  for individuals to receive Tile II benefits. The survey asked the

AIDS program directors to provide: the number of people receiving assistance from

health insurance continuation programs funded by Title II; medical and financial

eligibility criteria for benefits offered by the program; trends in financial eligibility

criteria; spend down procedures for eligibility; and any use of waiting lists.

People Receiving Health Insurance Continuation Assistance

The questionnaire asked the AIDS program directors to estimate at the time of

the survey (mid 1995) the number of people in their state receiving assistance from the

health insurance continuation program funded by Tile II, with these estimates

presented in Table 5-3. The questionnaire also asked the AIDS program directors to

estimate how the number of these people receiving assistance with health insurance

continuation in their state during 1995 compared to the number of people receiving

assistance in 1994. As Table 53 presents, the AIDS program directors in most states

estimated that the number of people receiving assistance from the health insurance

continuation program funded by Tale II increased in 1995 compared to 1994. In

addition, the questionnaire asked the AIDS program directors to estimate how the

number of people receiving assistance with health insurance continuation in their state

during 1995 compared to the number of people expected to receive this assistance

during 1995.  As Table 53 illustrates, the AIDS program directors in most states
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expect the number of people receiving benefits from the health insurance continuation

program funded by Title II to increase during 1996.

Medical Eligibility Requirements

The questionnaire asked the AIDS program directors to provide medical

eligibility requirements in their state for people to receive assistance with health

insurance continuation funded by Tile II during 1995. As the Table 5-3 documents,

most states responded that the individual must be HIV positive to meet medical

eligibility requirements. Many states have implemented additional medical criteria,

typically relating to disability from HIV/AIDS. For example, Hawaii responded to the

survey that a person must be infected with HIV and unable to work, or have reduced

hours of employment, due to symptomatic HIV to meet medical eligibility requirements

in that state for the health insurance continuation program funded by Tile II.

Income Eliglbllity Requirements

The questionnaire asked the AIDS program directors to provide the maximum

monthly income level an individual in a one-person household living in their state could

have during 1995 to be eligible for the health insurance continuation program. In

addition, the AIDS program directors were asked to provide the maximum monthly

income a family of four could have during 1995 for an individual within that family to be

,,‘”

eligible for the health insurance continuation program. These financial eligibility

requirements reported by the states are presented in Table 5-3. As Table 5-3

illustrates, these income levels are relatively generous, especially when compared to

income eligibility standards for state Medicaid coverage (the largest payer of AIDS-

related care.) For example, during 1993 most individuals with AIDS could not have

incomes in excess of $434 per month to receive Medicaid coverage in most states.14
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Hence, health insurance continuation programs funded by Tile II can assist with the

purchase of health insurance coverage for people infected with HIV who have incomes

too high to become eligible for Medicaid coverage.

Trends in Financial Eligibility Criteria

The questionnaire asked the AIDS program directors if financial eligibility criieria

in their state for assistance provided by the health insurance continuation program

during 19% have become more restrictive since 1993, providing responses of “more

restrictive in 1995," less restrictive in 1995,” or “remain the same.” while financial

eligibility requirements for the health insurance continuation program funded by Tile II

remained the same in most states, these criteria have changed in a number of states

as Table 5-4 illustrates. The questionnaire also asked the AIDS program directors if

they expected financial eligibility criieria for the health insurance continuation program

in their state to become more restrictive during 1996. All the states responding to the

survey that provided health insurance continuation programs funded by Title II

reported that financial eligibility criteria are expected to remain the same during 1996,

except for Virginia which expects eligibility criteria  to become less restrictive in 1996.

Spend Down Procedures

The questionnaire asked the AIDS program directors if eligibility determination

procedures in their state for assistance provided by the health insurance continuation

program include a spend down provision. Spend down was defined on the

questionnaire as “allowing the applicant to deduct the cost of medical care from

income levels and using this medical-cost adjusted income level for eligibility

/-‘ determination.” (Most state Medicaid programs allow spend down when determining

Medicaid eligibility.‘“> According to the survey responses, only the Tile II programs
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Table S-4
Health Insurance Continuation Funded by Tiie II of the Ffyan  White CARE Act during 1995:

Eligibilll Criteria and Waiting Lists for Eligibility

Colorado no insurance program remain the same yes about 30* l

in 1993
%ur  waiting list is intentionally kept at a low number because there is so lie turnover in the program that we feel lt

I unfair to offer hope for getting on the program when there is so little chance. ln Colorado 2s sl&s from different
oarts  of the state are available to bs filled. When these are full. we do not add slots. We are worklno with I

DelawareA

Florida”

the state legislature to provide enough money to double the program. Until that is done, the cap will re;ain  at 26.” .
remain the same remain  the same no not applicable not applicable

less restrictive in 1995 remain the same no not applicable not applicable

Georgia remain  the same remain the same no not applicable not applicable

1 Hawaii I remain  the same 1 remain the same 1 no I not applicable I not applicable

.P Illinois remain the same remain the same no not applicable not applicable

Kansas
I I I I I

remain the same remain the same no not applicable not applicable

Kentucky
I I I I

1 less restrk%ive.in  1995  1 remain the same no 1 not applicable 1 not applicable

Louisiana

Minnesota

less restrictive in 1995

remain the same

remain the same

remain the same

no

no

not applicable

not applicable

not applicable

not applicable

remain the same
I I I

remain the same no not applicable not applicable

I I I I I

‘States with the highest incidence of AIDS.
Source: Robert  J. Buchanan, Ph.D., Department of Community Health, University of Illinois, a 1995  survey of state
program administrators, Title II of the F&an  White CARE Act. This research was funded by a grant from the
Health Care Financing Administration, U.S. Department of Health and Human Se&es  (grant 4 1SP-gozSS/!3.01).

r‘
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in Arkansas, Georgia, and Minnesota included spend down provisions in the

determination of financial eligibility for assistance provided by health insurance

continuation program during 1995. (Given the similarity of responses from most

states, these data are not reported in Table 54.)

Waiting Lists

The questionnaire asked the AIDS program directors if there was a waiting list

of people in their state waiting to receive assistance from the health insurance

continuation program funded by Tile  II during 1995. If there was a waiting list, the

AIDS program directors were asked to estimate both the number of people currently

on the waiting list at the time of the survey and the number of days a person had to

wait to receive health insurance continuation benefits during 1995. Based on the

survey responses, only the Tile  II programs in Colorado and South Dakota reported

the use of waiting lists for the health insurance continuation program. (See Table 5-4.)

Colorado reported that “our waiting list is intentionally kept at a low number because

there is so little turnover in the program that we feel it unfair to offer hope for getting

on the program when there is so little chance. In Colorado 26 slots from different

parts of the state are available to be filled. When these are full, we do not add slots.”

South Dakota responded that it limits the number of people waiting for assistance from

the health insurance continuation program to five, although at the time of the survey

no one was on the waiting list.

Summary and Discussion

Public programs, particularly the state Medicaid programs, pay for the health

services provided to most people with AIDS and a significant percentage of people

infected with HIV.16 However, the Medicaid programs establish restrictive eligibility
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r‘
criteria, requiring during 1993 that incomes be below $434 per month in most

states.” Programs funded by the Ryan White CARE Act provide services to people

with AIDS and HIV infection with higher income levels, broadening and strengthening

the public-sector safety net for financing HIV-related health care. This paper focused

on the health insurance continuation programs funded by Tile II of the CARE Act,

presenting data on the health insurance benefits covered, medical and financial

eligibility criteria for assistance, and the implementation of waiting lists for assistance.

In all states implementing the health insurance continuation program with Tie II

funds, the programs cover health insurance premiums, with a few states also covering

copayments, coinsurance, and/or deductibles. The study documents that the state

Tile II programs have established generous income eligibility standards for assistance

provided by the health insurance continuation programs, especially when compared to

Medicaid eligibility standards. Hence, the health insurance continuation programs

funded by Tile II can provide services to people infected with HIV who have incomes

too high to become eligible for Medicaid coverage. The Tale II programs strengthen

the public-sector safety net for funding the care needed by people with HIV-related

illness.

However, if federal funding for Title II programs is not sufficiently increased to

keep up with the increasing number of people expected to receive benefits from Title  II

programs, or if future’ federal Medicaid reform allows the states to establish even more

restrictive Medicaid eligibility standards, then the Title II programs may not be able to

provide services for all eligible people. This could result in the use of waiting lists,

reduced services, some other forms of rationing, or the implementation of more

restrictive eligibility criieria. If federal funding for Tfile II programs in the future does
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not keep pace with the expected increase in the number of people eligible for Tile II

services, then the public-sector safety net for financing HIV-related care will be

weakened.
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Chapter 6
The Medicaid Home and Community-Based Care Waiver Programs:

Providing Services to People with AIDS”

Introduction

The state Medicaid programs can use the home and community-based  waiver

programs to provide a broad array of noninstitutional services to Medicaid recipients

who require, or are likely to require, long term care at the intermediate nursing care

level or higher (Miller, 1992). These waiver programs are designed to encourage

Medicaid coverage of more appropriate home and community-based care as an

alternative to more costly institutional care (Dobson, Moran, and Young, 1992).

Section 2176 of the 1981 Omnibus Budget Reconciliation Act gives the Health Care

Financing Administration the authority to waive certain federal Medicaid regulations to

allow the states to include home and community-based services in their Medicaid

coverage, targeted to specific Medicaid recipients such as the elderly or the physically

disabled who would otherwise have to be institutionalized (Merzel, Crystal,

Sambamoorthi, Karus, and Kurland, 1992; Miller, 1992). The Omnibus Budget

Reconciliation Act of 1985 amended Section 2176 to allow AIDS-specific, Medicaid

home and community-based waiver programs (Jacobson, Lindsey, and Pascal, 1989).

The Technical and Miscellaneous Revenue Act of 1988 extended eligibility for these

waiver programs to people with specific diseases (including AIDS) who were not

receiving care at a hospital or nursing facility but who did require nursing-facility or

?his research is published in HEALTH CARE FINANCING REVIEW, Vol. 18, No.
4, 1997.
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hospital-level care (Cowan and Mitchell, 1995). The Medicaid programs can use either

the AIDS-specific waiver program or the original waiver program to provide special

services to Medicaid recipients with AIDS due to their disability status (Ellwood,

Fanning, and Dodds, 1991; Baily, et al., 1990; Buchanan, 1996).

These home and community-based care waivers give the states flexibility not

only in defining the populations to be covered, but also in defining the range of

services to be covered (Lindsey, Jacobson, and Pascal, 1990). Among the services

allowed are case management, homemaker, home health aide, personal care, adult

day care, habilitation, day treatment, partial hospitalization services, respite care,

psychosocial rehabilitation, private duty nursing, medical supplies and adaptive

equipment, transportation, and home-delivered meals (Merzel, Crystal, Sambamoorthi,

Karus, and Kurland, 1992). The waiver programs also allow more generous financial

eligibility  requirements (Buchanan, 1996).  The states may establish income standards

for the waiver programs up to 300 percent of the Supplemental Security Income

benefit (Congressional Research Services, 1993). One half of the people with AIDS

covered by the AIDS-specific home and community-based care waiver in New Jersey

was entitled to coverage only due to these more generous waiver eligibility standards

(Merzel, Crystal, Sambamoorthi, Karus,. and Kurland, 1992).

The objective of this study is to present the results of a survey demonstrating

how the state Medic&d programs are using the home and community-based care

waiver programs to provide health services to people with AIDS. In addition, by

including the waiver programs for the elderly and disabled in the survey, along with the



AIDS-specific waiver program, the study illustrates the specialized services available to

other targeted groups of people as well as to people with AIDS.

Methodology

To discover how the states were implementing the home and community-based

care waiver programs during 1995, a questionnaire was mailed during June, 1995 to

the Medicaid administrators responsible for the waiver programs in each state. Six

additional mailings of the questionnaire were sent to the states not responding, with

completed surveys received from 49 states and the District of Columbia by September,

1996.b  The survey responses were summarized into tables, which were mailed back

to the Medicaid administrators for verification, corrections, and updates in August,

1996. The verification process was completed during November, 1996. These veriied

and updated tables are presented in this research as Tables 6-1 through 6-6.

The questionnaire was divided into three sections: Medicaid Home and

Community-Based Care Waiver for the Elderly and Disabled; a separate Medicaid

Home and Community-Based Care Waiver for the Disabled; and a separate AIDS-

specific Medicaid Home and Community-Based Care Waiver. To facilitate the

completion of the questionnaire, each of the three sections included the following list

of services, with a request to circle any service covered by that particular waiver

program during 1995:’

b The Massachusetts Medicaid program did not complete the survey process.

c Note that each list of services included “Other (please describe).”
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skilled and private duty nursing
,Pne aerosolized drug therapy

,. .4ome  respite care
day treatment/partial hospitalization
in-home diagnostic testing
home intravenous therapy
home mobility aids/devices
substance abuse services
rehabilitation services
home-delivered meals
HIV support groups
HIV prevention education for families
other (please describe):

homemaker services
adult medical day care
inpatient respite care
durable medical equipment
emergency home response
transportation services
home/environmental modifications
mental health counseling
podiatry services
congregate meals services
child care services
adult social day care

personal care services
live-in attendant
medical social services
hospice care
case managers
beneffls  advocacy
handyman services
nutritional counseling
dental care
housing referrals
legal services
moving assistance

Each of the three sections of the questionnaire asked the Medicaid

administrators to list any services covered by that particular Medicaid Home and

Community-Based Care waiver program during 1995 that was “most effective at

meeting the health care needs of people with HIV-related illness.” Each of the three

sections also asked the Medicaid administrators to “estimate the number of Medicaid

recipients with HIV-related conditions who received services” from that particular

waiver program during 1994. In addition, the section of the questionnaire focusing on

the AIDS-specific Home and Community-Based Care Waiver asked the Medicaid

administrators to “estimate the number of Medicaid recipients with HIV-related

conditions 18 years of age and younger who received services” from that waiver

program during 1994. The questionnaire concluded by requesting a copy of the most

recent HCFA 372 Repot-t available for the AIDS-specific waiver.d

d The HCFA Form 372 is the Annual Report on Home and Community-Based
Services Waivers, which includes reports on expenditures and other program
data (Lindsey, Jacobson, and Pascal, 1990). The HCFA 372 data returned by
most states were incomplete, with many states not returnlng any HCFA 372
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The AIDS-Specific Waiver

As Table 6-1 documents, 15 states implemented an AIDS-specific Medicaid

Home and Community-Based Care Waiver Program during 1995, including North

Carolina which began its waiver program on November 1, 1995. In addition to these

15 states, an AIDS/HIV-specific waiver program was approved for the District of

Columbia in December, 1996 and Maine expects to implement an AIDS-specific waiver

program during 1997. Although not a separate, AIDS-specific waiver, Maryland

implements a “targeted case management program” through its regular Medicaid state

plan for people who are infected with HIV (see Table 6-i). In addition to the services

provided on the questionnaire, Table 6-l presents other HIV-related services covered

by a number of states with their AIDS-specific waiver programs. Examples of these

other services are: physical therapy, massage services, companion services, stipends

to foster families caring for children who are infected with HIV, and nutritional

supplements.

Table 6-2 lists the services provided by the AIDS-specific waiver programs that

the state Medicaid administrators identified as most beneficial at meeting the care

needs of people with AIDS. Among the services mentioned are: personal care,

nursing care, case management, home-delivered meals, respite care, counseling,

homemaker services, home intravenous therapy, hospice care, nutritional  counseling

data. Due to the possible bias of these data, given the large number of
states not reporting data, these HCFA 372 data are not included in this paper.
Tables summarizing the limited HCFA 372 data that were reported k-the
survey are presented in Appendix 2.
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Table 6-l
The AIDsspecific,  Medicaid Home and Community-Based Dare Waiver Program:

Services Covered During 1995

The Home and CommunityBased  Care Services Covered During 1995:
skilled nursing,, homemaker services, home-delivered meals, nutritional/dietary supplements, specialized medical

equipment and supplies, non+mergency  medical transportation services, home/environmental modifications,
psychosocial counseling, attendant care, case managers, nutritional counseling,

and Medi-Cal  supplement for infants and children in foster care
skilled and private duty nursing, homemaker services, adult day care, emergency home response, transportation services,

and personal care services
in-home respite care, homemaker services, adult medical day care, inpatient respite care, mental health counseling,

personal care services, case managers, and nutritional  supplement (new service to be added in 1995).
An AlDS/HN-specific  waiver was approved in December, 1996

California

Colorado

Delaware

District of
Columbia

Florida

Hawaii

Illinois

Iowa

Maine

-Wand

New Jsrsey

New Mexico

North Carolina

Pennsylvania

South Carolina

Virginia

yington

skilled & private duty nursing, home aerosolized drug therapy, in-home respite care, day treatment/partial hospitalixation,
home intravenous therapy, home mobility aids/devi-,  substance abuse services, rehabiliion services, home-

delivered meals, HN prevention education for families, homemaker services, adult medical day care, inpatlent respite
care, emergency home response, home/environmental modiications,  mental health counseling, personal oare se&es,

case managers, handyman services, physical  therapy, massage services, companion services,
and moving assistanoe (labor) (not as a separate service)

skilled nursing, respite care, medical day health care, emergency alarm response, non-medical transpodation  services,
counseling and training (includes nutritional and substance abuse counseling), personal care services, case managers,

moving assistance, home-delivered meals, and supplemental stipend
to foster families oaring for children who are HN infected

homemaker servivic85,  adult medical day care, emergency home response, home/environmental modifications,
personal care services

skilled and private duty nursing, in-home respite oare, home-delivered meals, home health aide,
homemaker services, mental health counseling, and personal care
Maine expects to implement an AlD%pechio  waiver during, 1997

The Medicaid program in Maryland ‘does not have a specific waiver for people with AIDS, however, a targeted oase
management program is available under the state plan for people who are HN positive. [Medicaid] recipients

who are diagnosed as HN  poshive  or are less than two years old and born to a woman diagnosed as HN
infsoted are eligible to receive services. A muitidisciplinary  team assesses the individual and develops a

written plan of care that addresses all the recipient‘s medical, psychological, social, functional, and other needs.
The recipient  can then elect  to receive ongoing case management services to implement the plan of care.

The cass manager . . [makes] referrals to and arrangements with service providers selected by the recipient and [advises]
the recipient about all available services. . . . The HIV Targeted Case Management Program is a totally voluntary,

clientdriven program. The recipient participates fully in the development and implementation of the plan of care.
skilled and private duty nursing, transportation services, personal care services,

diapers, chucks, gloves, and case managers
skilled and private  duty nursing, home aerosol&d  drug therapy, day treatment/partial hospiiixation,

in-home diagnostic testing, home intravenous thempy, home mobilii aids/devioes,  substance abuse services,
rehabilitation services, adult medical day care, durable medii equipment, transportation sewioes,

mental health counseling, podiatry services, psrsonal care services, medical social services,
hospice care, case managers, nutritional counseling, and dental care

skilled and private duty nursing, homemaker services, personal oare services, and cass managers
(“We  would like to add home health aide and adult day health services.?

The AlDS-specGo  waiver will be implemented on 1 l/l,% and cover: in-home respite care, home mobility aids/devices,
home-delivered meats, homemaker services, adult medical day care, inpatient respite care, emergency home response,

home/environmental modifications, Personal care and case managers
skilled nursing, in-home respite care (homemaker services), homemaker services, durable medical equipment, child care

services  (homemaker services), personal care services (homemaker services), and nutritional counseling
(case management is a state plan service covered as targeted m management)

skilled and private duty nursing, home-delivered meals, HN support groups/indiidual  counseling, home/environmental
modifications, personal care services, hospice care, case managers, and foster care

case management, personal care, skilled nursing services, respite care, and nutritional supplements

hourly skilled nursing, attendant care, respite care, therapeutic homedeliiered meals, psychosocial services,
transportation, nutrition consultation, intermittent nursing services, and adult day health care

cept  Massachusetts) responded that they did not have an AlDSspecific  Home and Community-Based Dare Waiver
195.  The Massachusetts Medicaid program did not complete the questionnaire.
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Table &2
The Medicaid Home and Community-Based Care Waiver Program for People with AIDS:

Beneficiaries with HIV-Related Conditions and Effsotk  Services for People with HlV-Rslatad  Conditions

California

EffacGve  Home & Community-Based Care Waiver Services
for People with HlV-Related  Hlness

all AlDS/HlV  waiver services  are necessary and helpful

Number of Medicaid Fleoipis&with
HN illness Receiving  Services from

Waiver Program for People with AJDS
adults: 2500 -de (19941

Colorado
I

personalcare
1 children 18 yea&  and’y&g& 360  (1994)
I adults:  125 people  (1995)

Delaware

District of
Columbia

“Al  services  [covared  in the AlDS  waiver] . . . in addition to
regular Medicaid covered  servioes.’

An AlDS/HlV-spe&ic  waivsr  was approved in December, 1996

children 18 years &d ykaer: ki (1995)
adults: 86 people  (1994)

children 18 years and younger: 0 (1994)
Not applicable

services and h
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and supplements, and personal care attendants. Table 6-2 also presents the number

of adults and children that received services from the AIDS-specific Home and

Community-Based Care Waiver Programs during 1994.

The Elderly and Disabled Waiver

As Table 6-3 illustrates, each Medicaid program, except the District of

Columbia, provided services to eligible groups with the Medicaid Home and

Community-Based Care Waiver Program for the Elderly and Disabled during 1995.

(lBe Massachusetts Medicaid program did not complete the survey process.) In

addition to the services listed on the questionnaire, a number of states also covered

other home and community-based services. Examples of these other services are:

chore services; habiliition services; alternative care facilities; elderly foster care;

laundry services; assisted-living services; respiratory therapy; psychological

consultation for family members and other caregivers; speech, physical, and

occupational therapies; training of family caregivers; and specialized living facilities.

Case management has been identified as one of the most important waiver

services needed by people with AIDS (Merzel, Crystal, Sambamoorthi, Karus, and

Kurland, 1992). When the Medicaid administrators were asked in the survey to identify

services covered by the waiver program for the elderly and disabled in their state that

were most effective at meeting the care needs of people with AIDS, case management

services were consistently mentioned, as Table 6-4 documents. Other services that

were listed in the survey responses as most effective at meeting HIV-related care

needs are: personal care, homemaker services, in-home and inpatient respite care,

f---t
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Table6-3
The Medicaid Home and Communtty-Based  Care Waiver Program for the Ek$srly  and Disabledz

-coveredDuring

The Home and Community-Based Care Sewices Covsred  During 1995:
in-home raspite care (skilled and unskilled), homemaker senbs, adult social day care,

personalcareservbs,andcasemanagsrs
skilled and private duty nursing, in-homa  respits  care, home-delivered meals,  snore ~*emeroency~-,

tmrlqwt&nservkas, homeb4ironmantalmodii1,congregatemaalservices, adultsoctaldaycara,casa
managers,andweciatiinw%alsquipmentandsupplii.  Inaddiitothssewrvtcss,

habilii and intensive active therapies are available for the disabled.
skilled and p&ate duty nursing, in-hams raspite care, home intmwws tharapy,

home mubilii  akts/davicas.  substance abuss  sewicas, rehabilii wvices,  S meals, homemaker
swvfcas,  adult  day care, inpatient raspite care, durable medical  equipment, enwgenq home msponse,

tmnsportationssrvkas,home/anvimnmemal modigcatknw.  mental health counselind.  aemonal

4rimna

4rkansas

Zalifornia

ziwado

=onnectkut

lelaware

Ntrictof
Columbia
wkls

seorgii

iawali

Kansas

t-kw

LoUisiana

Maine

Maryland

Massachusetts

Michigan

fikwaota

Missksippi

t-
Mksouri

L

care ssrvic&  liin attendant, hospice care, case managers, handyman services,  and n&t counseling
in-home respite care, B meals,  homemaker swvicss.  adult  mediil day care, inpatient respite care,

ency hams  response,  adult social day cars, and chore servicas  (e.g.., errands, howah& tasks, yard maintenance)
The California Msdii  program provtdss  home and cornmunity-&sed  care waiver wvtces  to people

with AIDS through ths AIDSq4fkr  waiver
hcmemaksrsewkxS,adultdaycare,emeQs&yhomaresplsa,transportationservices,
lwm&nvtronmantal  modii, personal care se&es, and alternatiw  care facilitiss

skilled and private duty nursing, in-home respite cam,  rehabikkation  sawices.h ms&,
homemakerservkSS.adultmadiidaycam,inpatisntrespitecare.emer(lencyhomemsgonse,

transporwionsaWicas,mantalhealthcuunsaling,adultsocialdaycare,case mar=Sl-P=kJd@lbenefib-)*
chara sawices, akterty  foster  cars.  horns health aide, and laundry sawices

in-home raspits  care, homemaker sawicas,  adult madii day care, inpatient respita care, -~r=Ponw
adult social day care,  personal care sawicss, and case managers

no Medicaid  Home 8 Community-Basad  Care Waiver for the Elderly and Disabled during lgQ5.

in-homerespitecare.hamemobilityaidddevices,homeaeliveredmeals,homemakerservices, adult msdiil  day care,
emerOenCyhomeresponse,mentdhealthcWnseling,adUltsodaldayW~,parsonalCaresenrices,caSe~~~,

benefbs  adwcacy,  handyman sswices, and nukitbnal  counssling
skilled  and private duty nursing, in-home respite  care, rehabilii  servbs, home&lii  meals,

hamemakarsawicea, inpatiant  respite care, -~rewns%personal~-.
mediil so&l ssrvbs,  case managers, and atternative liing sewicaa

skilled nursing, rsspite  care, m meals (inckrdii  congregate meals),  hamemaker services,  amwgenq
akrmresponse,norrmedicaltansportation~,parsonalcare~,nrdritiorPlcounseling,movingassiotance,

homenlaintenanca, environmental modii. adult day hsalth care. and case managsrs
pamsnalcaresenricesandcase managam(“Madiiclientsundarage21  maybealiiibtaforother

sswicss through Earty  and Periodic Screening, Diagnosis,  and Tmatment.“)
~SWhU2S,adUltIWdiiQyCare,

. .
=mw=Y~-,homelenvironmental-,

psrsonalcarssewicss,andcasemanagam
in-homere@tecare,homemobilityaklsldf&es,homedekimeals,honremakerssrvb3s,

inpatient respite care,  emergsncy  home msponse,  homa/environmental  modifications, adult day care,
attendant care se&es,  and case managers

skilled and private duty nursing, in-horns raspite care, homa rnobilii  aids/devicss.  homedski meals,  hornsmaker
servicw inpatient respite  care,  emewaw horns rasuonw,  transportation sawices. bme/em4ronmental  modifications.
mental health outrsach,  adult social day &re, psrsonal  care servtcss.  handpan/&ore servbxs,  and home haalth aid
in-home  respite  dare, homemaker sen&s, adult msdii day care, inpatkmt  respite care, ~~r~~

transportation services.  adult social day care, psrsonal  care wryices,  and case managers
in-home respite care, homemaker senrkas, adult mediil day care, homs/environnlantal  modii,

personal care sen&es. and case managers
amergencyhomemsponsa,hom&wironmsnhlmodifkagons,personalcareservices, arKicasemanagem

FartheEkfertyz  skilledandprivatedutynuming,rehabilkattonssn4ces,bmemakerrwvtcxs, adultmsdiidaycara,
enwgenqhomerespxme,transportationsarvkss,mantalheakhcounselii,pamanalcare~,

liin attendant, medical social wvtces. and case managers
Ssnii As&ted Housing Watvsx hon&environmental  mcdifkatkms,  adult social day care,  behavior c&suitation,

e n v i r o n m e n t a l - , assistiveequipmentandcasemanagers(natawaiverservice,knprovidedaspartof
the duties of admir&terkrg  t& waiver); also homemaker sswicss, pemonalcaresewices, wwation and

private  duty nursing, in-horns rewite care, day tmabwnt. -bred meals. homemakerservims.inpatient  reqiie  care (foster care), ciura~bls  medicaleguipment,  emarg&  home respunw, .
tram sewices. hom&nvtronmsntal  moditbtions.  adult social day care. mrsonal  care wwrvision.

Case managers, chore sewicas,  training, medical sup&ii, and coun&ling  (;rot  just rnantal h&h) .
skilled  and private  duty nursing, in-lwne raspite care, home-delivered  meals, homemaker sswices, inpatient raspite care,

ws4nal  care servbs. casa  managers, and special&d foster home
homsd&iadmeals,hcmamakerservices , adult medical day care, inpatient respite care, case managers,

and ~endsd home health  care coverags  (Le.. in addii to the albwsd visits under the state plan)
in4ome  raspite care, homemaksrse&es.casemanagers.andhandymansewicss

(these  services  are available onty  to rectpients  who are 65 years  or older)
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The Home and Community-Sased  Care Setvkes  Covered During 1995:
skilled and private duty nursing,’ in-home respite care, home mobility  akWdevices,’  homed&i meals,
homeinakereelviws, inpatient respite care, emeww~response,--(~~~,
home/environmental modii, congregate meal sen&e8,adultsocialdaycare,  peMnalcaret&wices,

case managers, nuWtional  caunseling,  moving assistance, habilii wvices, respiretorytherapy,

New Jersey

aids/aevices,.H_ _, - - -.home-delrvaredmeats,h,
._.

adult medlcal day care, lnpatient-
respitecare,dwabkmedicalequipment,~home~,~servicas.homelenv~mentol

modii,mentalhealthcounwling podiisewices,congregatemealservkss,andcasemanagers
sldlled  nursing, in-home respite care, homemaLswvlces,adultmediidaycare,lnpatientrespltecare,tianapoltation

kblywaivertoincl

sewices (for wcial day care). adult social day can?, holne/embnnww modii,medicalu4cial-,

NorthDako&hasaSenrice~fortheEldertyandDisabled(SPED)RogramandanExpandedSPEDRoOramwhidr
arefundedbystateandcounlyrevenues. SeveralpeoplewithAlDSreceivein-homeservbsfromtheseprograms.

in-home respite care, -iered meals, lwmemakersewices, home/environmental moditbtions.
personalcaresewices,andcasemanagers

skilleduldprivatedutyn~ng,irrhomerespitecare,~meats,homermker~,
inptientres@ecare,durablemedicalequipment,hom&nvironmentelmodii,

Pennsylvania

adultsocialdaycare,personalcaresewices,andcasemanagers
homecare sen&es,live-inattendant(iiudingiwhomer@tecare),home4em&nmeWmMi&ons  e

meals, re6WnBal care faciii, a6si&ed-liing  facilii. adult foster homes, and special&d  lib& facilii
skilledrmrsing,inhomerespitecare,homemobilityaidddevices,rehabilitationservices, -imeals,

I I homamaker  8ervks6,  adult medical day care, irq&ent  respite care, durable mediil equipment, emewncy
homewqortse,tmns@aMsenrices,homelemrironmentalmodii,mentalhealthcoun6eling, I

Rhode Island
adult  social day care, personal care sewices,  case managers, handyman sewices,  and nutritional counseling

homemakersewices,emeqenq homemsponse,personalcaresewices, andhcwne/environmentalmodii
I

South Carolina bmedelii meals, adult medical day care, inpatient respite care, home/entimnmental  modifications,
personal care sewices,  medical social sewices,  and case managers

SouthDakota skilled and private duty nursing, homemaker sewices, and adult social day care

homedebi  meals, home/tionmentalmodi,

adu~medicaldaycare,inpatientrespitecare,dwabkmedicalequipment,amergencyhome~,transportation
services,  hom&nvironmental  modii, mental health  counseling, ad& day care, perwnal  care sewices,

chore sewices  and nutritional counseli
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attendant care, hospice care, home-delivered meals, and unlimited prescription

drugs.’ (See Table 6-4.) As Table 6-4 also illustrates, the Medicaid Home and

Community-Based Care Waiver Programs for the Elderly and Disabled provided

services to Medicaid recipients with HIV-related conditions in a number of states.

The Disabled Waiver

Most states did not have a separate Medicaid Home and Community-Based

Care Waiver Program for the Disabled, as Table 6-5 demonstrates, but often combined

this coverage with the waiver program for the elderly. Table 6-5 presetits the services

covered by the states implementing a separate waiver program for the disabled.

However, many of these separate waiver programs for the disabled are targeted at

specific groups of people with disabilities and are not available to most people with

AIDS. For example, the Medicaid Home and Community-Based Care Waiver Program

for the disabled in Connecticut is targeted to people with mental retardation.

According to the survey response, Connecticut is developing a new waiver for people

with physical disabilities and another new waiver for people with an acquired brain

injury. The separate waiver program for the disabled in Hawaii is targeted to the

developmentally disabled and other Hawaiians with disabilities are served through the

waiver programs for the elderly and disabled. (Hawaii also implements the AIDS-

specific waiver.) Similarly, the waiver program for the disabled in Louisiana is targeted

to the developmentally disabled. New Jersey has several waiver programs for the

’ The state Medicaid programs may impose utilization limits on the
prescription drugs covered by the regular state Medicaid plan (Buchanan
and Smith, 1994).
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Table 6-4
The Medicaid Home and Community-Based Care Waiver Program for the q derly and Disabled:

Beneficiaries with HlV-Related  Conditions and Effective Services for People  with HIV-Related Conditions

care, cass  manager, attend

!3ervices  waiver

rsspits  oare, counsel

not available data not available

data not available if Senior &sistsd Housing Waiver has



P Table 6-l
The Medicaid Home and Community-Sasad  Care Waiver Program for the q derly and Disabled:

Beneficiaries with HN-Related Conditions and Effective  Services for People with HN-Related  Conditions

/

,

I

I

I

,

4

7

I

\

\

\

\

\

c

Ohio

Dkiahoma

Oregon

Pennsylvania

facilii level of care. All [waiver se&es covered  in North Dakota

8.are funded by state and county  mvenues. Se&l people with‘AlDS  &c&e in-home sewkxs  from these p&ram
home-delivered meals, homemaker services,  and personal oare “Exaot number not known - less than

150 people Iwith HlV-related  illness].
not applicable 0 people with HlV-ralated  illness

HiV-related  clients are not identified as a separate service  category. HN clients (even if known) are assimilated
into all oare settings. In most cases HlVdiagnosed  clients are not known, unless self  identified.’

Pennsylvania has an AlDS-spacific  Home 8 Community-Based I about 200 people are served aaoh yaar

Nest Virginia

Msconsin

Myoming

insufficent  data to respond

personal oare.  live-in attendant, homemaker serviues.
adaptivs  aids,  horns-delivered meals, and respite oaru

“[People with] HN are not treated as a group, only as part of the
HCBS population meeting  established eligibility guidelines.’

4 people with HP&related  illness
during XM

‘we do not collect this data.”

‘Unknown unless spscifically  identified.”

ram to receive  the ssrvioes

A
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Table 65
Ttw Medicaid Home and Community-Based Care Waiver Program for the Disabled:

Services Covered During 1995

ore serwes,  em
oat~ons,  congregate meal services, adult social

services crisis abatement

ult medical day oare,

Community-Based Care Waiver program for the disabled during 1995. A number of these states noted that waiver services for the disabled
are combined with the waiver Program for the elderly. The Massachusetts Medicaid  program did not complete the questionnaire.



disabled and also implements the AIDS-specific waiver. The Medicaid waiver program

for the disabled in Mississippi is only for the otthopedically or neurologically impaired

who have some rehabilitation potential.

Table 6-6 lists the services provided by the waiver programs for the disabled

that the state Medicaid administrators identified as most effective at meeting the health

care needs of people with AIDS. Among the services mentioned are: personal care,

assistive technologies, emergency response, case managers, respite care,

homemaker services, home-delivered meals, and medical social services. Table 6-6

also illustrates that a few states provided services to Medicaid recipients with HIV-

related conditions with the separate Medicaid Home and Community-Based Care

Waiver Programs for the Disabled.

Summary and Conclusions

The Medicaid Home and Community-Based Care Waiver programs allow the

states considerable flexibility in defining the groups of people to be served and the

range of services to provide (Lindsey, Jacobson, and Pascal, 1990). These waivers

allow the states to implement innovative programs to provide long term care to people

with AIDS. Given their disability status, people with AIDS who meet the more

generous eligibility standards established for these waiver programs may receive

services from the Medicaid Home and Community-Based Care waiver programs for

the Elderly and Disabled or from a separate waiver for the Disabled (although these

waiver programs for the disabled are limited in many states to the developmentally

disabled). In addition, 15 states and the District of Columbia (implemented in
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Table6-6
The Mediiid Home and Community-Based Care Waiver Program for the Dii:

Benekiaries  with HlV-Related  Condii and Effective Sewices  for People with HN-Related  Condii

I Effective Home 8 Community-Based Care Waiver Sewices
I for People with HIV-Related llhess
1 pemnal  care, mediil supplii,  assist& technobgy, emergency

n?spmesystem,en-lmodiifications,casemanagers

“AnyHNrec@entcaddbenefitfromanyofthese[waivercovered]
sewicesifthelwipientmet!hecritefiaofthewaiver.”

Caliiomia has an AlDS-speck  Home & Community-Based.
Care waiver

“All wa-her aervkes are a&able  if the person  is eligible.”

Florida  has an AIDS-specib  Home & Commun’ -Based Care waiver
7

rot availab&hot  applicabk no person with HlV-rekted  illness
receivingthesewaiversenkes

Hawaii does not  have a separate Medii Home and Community-Based Waiver for the Disabled,

peMnaicaresewices with HlV-dated  illness
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n December, 1996) have established AIDS-specific Medicaid Home and Community-

Based Care waiver programs and Maine expects to implement this AIDS-specific

waiver during 1997.

A study of the AIDS-specific waiver in Florida found that people receiving

services from this program were generally satisfied with the range and availability of

services provided (Cowart  and Mitchell, 1995). Case management services are

advocated as critical to the care of people with AIDS, with the role of the case

manager extending beyond the coordination of health services to include helping

people with AIDS cope with their social and emotional needs (Merzel,  Crystal,

Sambamoorthi, Karus, and Kurland, 1992). As Tables 6-1, 6-3, and 6-5 demonstrate,

the Medicaid Home and Community-Based Care waiver programs for people with

AIDS, the Elderly and Disabled, and for the Disabled offer case management services

in most states. Case management was identified by Medicaid administrators in the

suwey conducted for this research as among the most effective waiver services

provided to people with AIDS. Other  services provided by these waiver programs that

the Medicaid administrators identified as most effective at meeting the care needs of

people with AIDS are: personal care, homemaker services, assistive technologies,

emergency response, medical social services, in-home and inpatient respite care,

counseling, home intravenous therapy, nutritional counseling and supplements,

attendant care, hospice care, home-delivered meals, and unlimited prescription drug

coverage. (See Tables 6-2, 6-4, and 6-6.) State Medicaid programs not administering

the AIDS-specific waiver program can include these services in their waiver programs
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r- for the elderly and disabled. Since people with AIDS are typically eligible for these

waiver programs due to their disability status, even states without the AIDS-specific

waiver can then offer Medicaid recipients with AIDS a broad range of needed home

care and community-based services.
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Chapter 7
State-Funded Medical Assistance Programs:

Sources of Health Coverage for People with HIV Illness8

Introduction

Public programs, primarily Medicaid, have become the primary payers for the

health services provided to people with HIV disease, covering the care of 53 percent

of people infected with HIV and 62 percent of people with HIV who have progressed

to AIDS.’ State governments spent $401.9 million of state-only funds (excluding

Medicaid) on AIDS-related patient care during 1992, an increase of 22 percent over

spending for this care during 1991.2 In spite of this public spending, however, 31

percent of asymptomatic people infected with HIV, 21 percent of symptomatic people

infected with HIV (but without AIDS), and 12 percent of people with AIDS lack any

public or private health insurance coverage.3

An survey of state Medicaid officials working with Medicaid eligibility policies

conducted during 1993 found that a number of states implement medical assistance

programs (MAPS) funded only with state and/or local government (non-Medicaid)

funds.4 A review of the literature was unable to discover any published papers that

describe these state-funded MAPS. The objective of this research is to describe these

state-funded MAPS and to discuss how these programs can be used to provide health

services to people infected with HIV who lack other coverage.

The Study Methodology

Because the literature contains no discussion or description of these state-

funded MAPS, a two-step survey process was used to identify states that implement

This research is under publication review.
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/- these programs. The first step was the identification of states implementing state-

funded MAPS and the second step was a survey of the administrators of these

programs. The first step of the process involved a new survey of Medicaid

administrators who work with Medicaid eligibility policies to identify states implementing

state-funded MAPS. These state Medicaid eligibility officials were surveyed because

they are in the position to know of other state health programs for low-income people

given that Medicaid is a health program for the poor. In addition, Medicaid eligibility is

often coordinated with other public programs. The questionnaire asked these

Medicaid eligibility officials if their state implemented “a medical assistance ‘program

(MAP) to pay for the health care provided to the medically indigent (separate from

Medicaid) that is 100 percent funded by state and/or local governments during 1995?

If their state implemented a MAP, the questionnaire asked the Medicaid administrator

to provide the contact person and mailing address for this indigent care program. The

Medicaid survey process began in June, 1995, with three additionai mailings sent to

the states not returning a questionnaire. When the survey was completed in June,

1996, eligibility administrators 47 Medicaid programs (including the District of

Columbia) had returned questionnaires.b

Based on the results of the survey of Medicaid eligibility officials, 27 states were

identified as possibly having state-funded MAPS. A state-funded MAP questionnaire

was developed, which began with “Does your state have a medical assistance

program (MAP) for low-income people (separate from Medicaid) that is 100 percent

funded by state and/or local governments during 1997?”  The questionnaire included

bMassachusetts,  Nevada, Oklahoma, and Virginia did not participate in the survey.
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three sections: MAP eligibility policies, MAP covered health services, and MAP

payment levels for care.

The MAP survey process began in March,. 1997. Three additional mailings of

the questionnaires were sent to the states not responding, with questionnaires

returned by 22 states as of November, 1997.’  Of these 22 states, seven states

reported that they did not have a MAP for low-income people that is 100 percent

funded by state and/or local governments during 1997.d  The responses from the

states reporting the implementation of state-funded MAPS are summarized into five

tables that are presented in this research.

MAP Eligibility Policies

The questionnaire asked the MAP administrators to provide medical and

financial eligibility policies that were implemented for the state-funded MAPS during

1997. As Table 7-1 illustrates, these eligibility criteria for MAP benefits vary from state

to state. Typically, however, the financial eligibility criteria are restrictive, with most

states establishing low income limits. The Delaware MAP is an exception, establishing

relatively high income limits. However, this MAP in Delaware is restricted to people

with a diagnosis of end stage renal disease, recipients of a kidney transplant, or to

dialysis patients.

The survey asked the MAP administrators if the financial eligibility process

included a spend down provision, defined on the questionnaire as “allowing the

‘Responses were not received from the District of Columbia, Idaho, New York,
Pennsylvania, and Rhode Island.

n dlndiana,  Louisiana, North Carolina, North Dakota, Texas, Vermont, and West Virginia
responded to the survey that they did not implement a MAP for low-income people that
is 100 percent funded by state and/or local governments during 1997.

129



Table 7-l
State-Funded  Medical Assistance Programs  (MAPS)  fw Low-lm  People:

Eligibilii  Poiiiies  During 1997
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applicant to deduct the cost of medical care from income levels and using this

medical-cost adjusted income level for eligibility determination.” This spend down

provision allows people with higher incomes who have large medical expenses to

qualify  for MAP coverage. As Table 7-l documents, not all state-funded MAPS allow

spend down as part of the eligibility determination process.

The state-funded MAPS in South Dakota and Wisconsin responded to the

survey that compared to 1995, financial eligibility criteria became more restrictive

during 1997, with eligibility standards remaining the same in the other states

participating in the study. The questionnaire asked the MAP administrators to estimate

the length of time for the eligibility process during 1996, from the submission of the

application to the beginning of MAP benefits. Table 7-l presents these estimates of

the number of days that eligibility determination took in the various states. .No state

reported a waiting list of people for MAP benefits during 1996. The eligibility section of

the questionnaire concluded by asking the MAP administrators to estimate the number

of people infected with HIV who received MAP benefits during 1996. As Table 7-1

illustrates, these state-funded MAPS did not serve large numbers of people with HIV

during 1996. Typically less than one percent of MAP beneficiaries were infected with

HIV, according to the estimates from the MAP administrators.

MAP Coverage of Health Services

The questionnaire provided the MAP administrators with the following list of

health services, with a request to “please circle any of the following services covered

m and reimbursed by the MAP in your state during 1997:
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physician services
emergency room services
X-ray services
substance abuse services
skilled nursing care at home
home aerosolized drug therapy
inpatient respite care
in-home diagnostic testing
home intravenous therapy
home-delivered meals
child care services

dental care

inpatient hospital care
clinic services
musing home care
mental health counseling
homemaker services
adult day care
durable medical equipment
rehabilitation services
transportation services
housing referrals
legal services

other (please describe):

outpatient hospital care
lab services
prescription drugs
home health aide
personal care services
in-home respite care
hospice care
case managers
benefits advocacy
HIV support groups
podiatry services

The survey responses, detailing the health services covered by the state-funded

MAPS during 1997, are presented in Table 7-2. The range of MAP-covered services is

comprehensive in most of the states.

MAP Health Services and HIV Care

Drug therapies for treatment of HIV infection and related opportunistic infections

have emerged as the primary method for improving the quality of life and increasing

the length of survival for people with HIV disease. Therapy with HIV protease

inhibitors has been shown to decrease viral loads and elevate CD4 cell counts with

relatively few adverse effects.5  6 Recent studies demonstrate that these drugs, when

used in combination with nucleoside antiretrovirals, slow the progression of HIV

disease’ and have beneficial effects lasting for as long as at least one year.’ In

addition, AIDS researchers presenting at an Interscience Conference on Antimicrobial

Agents and Chemotherapy in Toronto, Canada in September, 1997 concluded that the

three-drug therapy continues to fight off HIV in 79 percent of patients treated for two

years and that the immune system strengthens the longer the drugs work?

Various drug therapies are used to treat or prevent pneumocystis carinii

pneumonia,” toxoplasmosis,” mycobacterium avium complex,‘2  and CMV

132



Table 7-Z
Health Services Covered by the MAP During 1997

I The  l-laalth

care, inpatient hospital care, clinic services, nursing home care, mental health counseling,
durable medical equipment, transportation services, o

home intravenous the dental care clini

program administrators, state-funded medical assistance programs. This research was funded by a grant from the
Health Care Financing Administration, U.S. Department of Health and Human Services (grant # 18-P-90286/501).
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retinitis.13p Infusions of interleukin-2 produced substantial and sustained increases in

CD4 counts with no increase in plasma HIV RNA levels in patients with HIV.14 The

incidence rates of a number of opportunistic infections among people with HIV have

declined over the past five years and are being diagnosed at a later stage of HIV

disease due to the effective use of antiviral drugs, targeted preventive therapy, and

more comprehensive clinical management of the disease?

Given the importance of drug therapies to HIV care, the survey asked the

administrators if the MAP in their state covered prescription drugs during 1997, with all

MAPS reporting coverage of prescription drugs The administrators also were asked if

the MAP in their state has a drug formulary, defined as “a list of selected drugs that

the program covers.” Not all state-funded MAPS implemented formularies, as Table 7-

3 documents. However, the questionnaire asked if during 1997 the MAP in their state

covered all drugs approved by the Food and Drug Administration (FDA) HIV-related

conditions and treatments? As Table 7-3 demonstrates, the state-funded MAPS

generally covered all drugs approved by the FDA for HIV-related treatments and

conditions. Alaska responded to this question that coverage is “based on [the] need

for ‘specific services [and] not linked to HIV.”

The questionnaire asked the administrators to identify “the most effective

services at meeting the health care needs of people with HIV-related illnesses” from all

services covered by the MAP in their state during 1997. As Table 7-3 illustrates,

prescription drugs and physician services were the most frequently mentioned MAP-

covered services that are beneficial to HIV care.

The survey asked the administrators if the MAP in their state covered the use of

any service when a Medicaid recipient had care needs in excess of any Medicaid
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Table 7-3
MAP  Coverage of Effective Health Services for People with HIV and Coordination with Mediiid During 1997

program administrators, state&&d  medical assistance programs. This research was funded by a
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limits. As Table 7-3 indicates, there were no Medicaid utilization limits during 1997 in

many of the states with state-funded MAPS. Wisconsin reported, however, that the

state-funded MAP in that state can supplement Medicaid coverage with prior

authorization. In another Medicaid-related question, the administrators were asked if

the state-funded MAP covered any health service often needed by people with HIV-

related illnesses that the state Medicaid program does not cover. The state-funded

MAP in Delaware reported the coverage of nutrition supplements and the MAP in

Washington State reported coverage of alternative treatments such as naturopath and

chiropractor services for adults.

MAP Payment Levels

To assess the payment levels for health services implemented by the state-

funded MAPS, the MAP administrators were asked to compare the MAP payment to

the Medicaid payment in their state for inpatient hospital care, physician sewices,and

home health services. These are health services often needed by people with HIV

disease. The questionnaire presented the following options for survey responses for

each of the three health services:

less than 50% of Medicaid rate SO-90% of Medicaid rate
ill-150% of Medicaid rate over l50% of Medicaid rate

91-110%  of Medicaid rate
no MAP coverage of this service

As Table 7-4 documents, the MAP payment levels during 1997 were typically

below the Medicaid payment level for each of the three health services in most of the

states reporting data. The state-funded MAPS in Arizona and Connecticut responded

to the survey that the MAP payments are equal to the Medicaid payment levels. The

MAP in Wisconsin responded that “state law limits the MAP payment to ‘at or below’

the Medicaid rate. Some counties pay the Medicaid rate, other counties pay a lower
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Table 74
MAP Payments for Selected Health Services During 1997: A Comparison with Medicaid

Alaska

Arizona

California

Colorado

Connecticut

Delaware

Dfstrict  of
Columbia

M&O

Maryland

Michigan

Nebraska

New Jersey

New York

Pennsylvania

Rhode island

South Dakota

Utah

Washington

Comparison of the 1997 MAP Comparison of the 1997 MAP Comparison of the 1997 MAP
Payment for Inpatient Hospital Payment for Physician Payment for Home Health

Care to the Medicaid Level: Services to the Medicaid Level: Services to the Medicaid Level:
less than 50% of Medicaid rate 91-l 10% of Medicaid rate no MAP coverage of this service

payments are the same payments are the same no MAP coverage of this service

The MAP is administered by counties and MAP payment policies are determined at the county level.

The MAP contracts with Physicians are paid by the no MAP coverage of this service
hospitals hospitals

rates identical to Medicaid rates rates identical to Medicaid rates rates identical to Medicaid rates

no MAP coverage of this service no MAP coverage of this service no MAP coverage of this service

According to the 1995 survey of Medicaid eligibility administrators, the District of Columbia has a state-funded
MAP. However, the MAP administrators did not respond to the survey.

Axording  to the 1995 survey of Medicaid eligibility administrators, Idaho has a state-funded MAP. However, the
MAP administrators did not respond to the survey. &cording  to the response to the Medicaid survey, the

Idaho MAP reimburses providers with Medicaid rates.
no MAP coverage of this service no MAP coverage of this service no MAP coverage of this service

no MAP coverage of this service 5090% of Medicaid rate no MAP coverage of this service

5@9O%  of Medicaid rate 5940% of Medicaid rate 5090%  of Medicaid rate

datanot  available data not available data not available

According to the 1995 survey of Medicaid eligibility administrators, New York has a state-funded
MAP. However, the MAP administrators did not respond to the survey.

According to the 1995 survey of Medicaid eligibility administrators, Pennsylvania has a state-funded
MAP. However, the MAP administrators did not respond to the survey.

According to the 1995 survey of Medicaid eligibility administrators, Rhode Island has a state-funded
MAP. However, the MAP administrators did not respond to the survey.

less than 50% of Medicaid rate less than 50% of Medicaid rate no MAP coverage of this service

no MAP coverage of this service 91-110%  of Medicaid rate 91-l 10% of Medicaid rate

no answer no answer no answer

Wisconsin

Wyoming

I I

5090% of Medicaid rate* I 91-l 10% of Medicaid rate* I SO-90%  of Medicaid rate*
*State law limits the MAP payment to “at or below” the Medicaid rate. Some counties pay the Medicaid rate,

other counties pay a lower rate.
no MAP coverage of this service no MAP coverage of this service no fvlAP  coverage of this service

I I I

Note: All other states either did not have MAPs during 1997 or did not respond to the survey.
Source: Robert J. Buchanan, Ph.D., Department of Community Health, University of Illinois, a 1997 survey of state
program administrators, state-funded medical assistance programs. This research was funded by a grant from the
Health Care Financing Administration, U.S. Department of Health and Human Services (grant # 19-P-902S5/5.01), ,
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r- rate.” These relatively low MAP payment levels may make it difficult for MAP

beneficiaries to gain access to health services. For example, lower Medicaid payment

levels have affected the physician services available to Medicaid recipients, with fewer

physicians participating in Medicaid in states with lower physician payment levels and

physicians who do participate limit their practice by treating fewer Medicaid

patients. l6 In addition, in states with Medicaid payment levels that are lower than

other insurer’s rates, Medicaid patients tend to receive care from high volume

Medicaid practices, hospital outpatient departments, emergency rooms, or local health

department clinics.‘7

MAP Utilization Limits

The survey asked the administrators if the state-funded MAP set “limits to the

benefits that a MAP beneficiary may receive (e.g., six months of health coverage or

$2,500 in expenditures for care) from this program? As Table 7-5 presents, the

majority of state-funded MAPS did not limit the benefits a MAP beneficiary could

receive during 1997. Some of the state-funded MAPS which limited benefits allowed

exemptions to these limits for medical necessity and other MAPS did not. A similar

question asked about MAP utilization limits, with the responses summarized in Table 7-

5.

The survey concluded by asking the administrators to compare MAP spending

levels in their state for fiscal year 1996 to MAP spending levels for fiscal year 1997.

The questionnaire offered the following options for responses:

P

_ increase 0 - 5% _ increase 6 - 10% _ increase over 10% _ no change

_ decrease 0 -5% _ decrease 6 - 10% _ decrease over 10%

138



Table 7-5
Utikation Limits on MAP Coverage and MAP Spending Levels During 1997

e current fee-for-service reimbursement system. Yes, there are limitatbns  within state-funded programs, i.e.,

ram administrators, statefunded

139



As Table 7-5 illustrates, the majority of states responding to the survey reported

that MAP spending levels increased in 1997 compared to 1996 levels. However, three

ofthe four states reporting decreased MAP spending in 1997 noted that this decrease

was over 10 percent. In contrast, half of the states reporting increased spending in

1997 indicated that the increase was five percent or less.

Summary and Conclusions

A number of states implement state-funded MAPS to provide health care to low-

income people. However, a review of the literature revealed no published papers that

describe these programs. A two-step survey process was used to identify states that

implemented state-funded MAPS during 1997 and to collect data describing eligibility,

coverage, and payment policies for these programs.

Typically, eligibility requirements for these programs are restrictive but the range

of health services covered tends to be comprehensive in most states. MAP payment

levels for the health services included in the study typically are less than the Medicaid

payment level, which may make it difficult for MAP beneficiaries to gain access to

these services. In spite of these eligibility and payment level restrictions, these state-

funded MAPS can provide health coverage to people with HIV disease who lack other

health insurance. As Table 7-2 illustrates, most of these state-funded MAPS cover a

comprehensive range of health services needed by people infected with HIV, including

acute care services and prescription drugs, as well as necessary home and

community-based care and support services.
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Chapter 8
Assessments of the Coverage of HIV-Related Care by Public Programs:

A Survey of AIDS Service Organizations*

Introduction

Public programs are the primary payers of the health care provided to people

infected with HIV. A study of over 5,800 people who were HIV positive found that

public programs provided health coverage to 53 percent of these people in 1991.’

The same study discovered that these public programs play an even greater role in

the coverage of the sickest HIV-infected patients, paying for the health care of 62

percent of people with full-blown AIDS. In addition to the state Medicaid programs

(the largest public payer of AIDS-related care), the Medicare program and the

programs funded by Titles I and II of the Ryan White CARE Act are important payers

of this care. Given the importance of the public programs in paying for HIV-related

care, how effective are these programs at meeting the needs of people with HIV

illness? To gain insight into how public programs meet the care needs of people with

HIV illness, a group of AIDS service organizations (ASOs) were surveyed. This

research presents the results of that survey.

Background

The Ryan White CARE Act Programs

Title I of the Ryan White CARE Act provides funds to eligible metropolitan areas

(EMAs)  with the largest number of AIDS cases. EMAs  are required by the CARE Act

to provide a continuum of outpatient and ambulatory health and support services to

* This research currently is under publication review at a health policy
journal.
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‘Y--- people with HIV, including case management services and comprehensive treatment.*

Title II of the CARE Act allocates funds to the states to provide HIV-related medical

and support services, allowing the states to implement HIV consortia programs,

HIV/AIDS drug assistance programs, home and community-based care programs,

and health insurance continuation programs.3

HIV consortia funded by Title II of the CARE Act can provide a number of

services to eligible people with HIV. For example, HIV consortia in many states

provide case management services, primary medical care, personal care,

transportation services, nutritional services, and housing assistance.4  The Title II

program also funds HIV/AIDS drug assistance programs, with the number and scope

of covered medications varying by state. 5 The home and community-based care

.p (H&CBC) programs funded by Title II can provide a range of services to eligible

people with HIV. These Tile  II H&CBC programs, which are implemented in a number

of states, fund a range of services, among those beneficial to people with HIV are:

durable medical equipment, in-home diagnostic testing, comprehensive nurse case

management, attendant care, day treatment services, personal care, and housing

assistance.6  The health insurance continuations programs funded by Title II cover

health insurance premiums in all states offering this program and may also cover

copayments, coinsurance, and/or deductibles.7

The State Medicaid Programs

Financial eligibility requirements for Medicaid vary from state to state, with

eligibility potentially available to low-income elderly, blind, and disabled people, as well

,/? as to anyone receiving benefits from the Aid to Families with Dependent Children

program.’ As a result of a ruling by the Social Security Administration, people with a
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diagnosis of AIDS are presumed to meet the disability standard.’ In July, 1993 the

Social Security Administration published a listing of HIV-related conditions that can be

used to establish presumptive disability for people infected with HIV but without a

diagnosis of AIDS.”

The state Medicaid programs must cover and reimburse inpatient and

outpatient hospital care, physician services, rural clinic services, laboratory services,

and x-ray services for eligible recipients. In addition, the state Medicaid programs

have the option to cover prescription medications, clinic services, diagnostic services,

screening services, personal care, transportation to health care, and case

management services.” A number of state Medicaid programs have developed

innovative policies designed to provide the hospital care,12 the home health and

hospice care,13 the nursing home care,14  the physician services,15 and

prescription drugs” needed by people with AIDS, as well as provide needed services

with the Medicaid home and community-based care waiver programs.17

The Medicare Program

In addition to the elderly, Medicare coverage is potentially available to the

disabled if they meet certain work-related requirements. For a person with HIV to

become eligible for Medicare requires meeting eligibility criteria for Social Security

Disability Insurance (SSDI), including disability status (similar to Medicaid, people with

AIDS have presumptive disability), sufficient work-related history, and a 29-month

waiting period (5 months from disability status for SSDI payment to begin, then 24

additional months for Medicare coverage to begin).18  Although not a major payer of

the care needed by people with AIDS, the Medicare program can be a source of

funding for inpatient and outpatient hospital care, as well as physician services and
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diagnostic, lab, and x-ray services for people who are eligible for benefits. However,

the Medicare program does not cover and reimburse outpatient prescription drugs.

Organizations Surveyed

Methodology

A list of organizational affiliates was obtained from the National Association of

People with AIDS (NAPWA) to identify ASOs to include in the study. In identifying the

ASOs  to include in the survey, and to achieve a broadly-based study, the objective

was to include at least one AS0 from each state as well as one AS0 from each of the

56 EMAs (not including Puerto Rico) funded by file I of the Ryan Write CARE Act

during 1996. In a number of states the AS0 from a Title I EMA was the only NAPWA-

affiliated AS0 in the state and was used to represent both the EMA and the state in

the survey group. In more populated states, ASOs from EMAs and non-EMA areas

were included in the survey group. (Many states do not have Title I EMAs.)

The list of NAPWA organizational affiliates did not have ASOs for eight states.,

(These states all had small populations and were typically from the western or central

regions of the United States.) In addition, the NAPWA list did not have ASOs for 14

EMAs  (typically these EMAs  were regional areas or counties, not cities.) To try to

include ASOs  from these missing states and EMAs in the survey, telephone directories

were used for the largest city in these states and EMAs  to identify ASOs.  A total of 87

ASOs in 47 states and the District of Columbia were identified and included in the initial

survey group. (ASOs could not be identified in North Dakota, Rhode Island and South

Dakota.) The executive director or president of the AS0 was typically identified as the

person to receive the questionnaire.
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r‘ Survey Questionnaire

A five-page questionnaire was developed for the study using an open-ended

format, focusing on the Medicaid programs, the Medicare program, and the programs

funded by Titles I and II of the Ryan White CARE Act. For each of these four

programs the questionnaire asked the executive director of the AS0 ‘to list the health

and care related services covered by that program in their state “that are effective at

meeting the needs of people with HIV illness.” In addition, the questionnaire asked

the AS0 to “list any health and care-related services not covered by that program in

their state ‘that would be effective at meeting the needs of people with HIV illness!’

The questionnaire also asked the AS0 to ‘mention any problems or difficulties that

people with HIV illness have witf?  these programs in their state.

The questionnaire presented a list of options to the AS0 concerning any

possible identification of the AS0 in reports or publications resulting from the survey to

assure the degree of anonym’@ that the organization preferred. The questionnaire

concluded by asking the person completing the questionnaire to “describe your role in

the organization.”

Survey Process

In late February, 1997, the first mailing of the questionnaire was sent to the 87

ASOs included in the survey group. Eight questionnaires were returned by the U.S.

Postal Service as undeliverable, with no forwarding address. Directory assistance had

no telephone listing for these ASOs in the cities listed in the old addresses. These

eight ASOs were dropped from the survey group, reducing the group to 79 ASOs. In

addition, two organizations responded to the survey that they were not involved with

the health services and care needs of people with HIV illness, and hence, did not think
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that they were qualified to respond. Also, two ASOs responded that they are

understaffed and lacked the personnel to complete the survey. The final survey group

contained 75 ASOs.  Three additional mailings of the questionnaire were sent to ASOs

at approximately six-week intervals, with the last mailing sent in early August, 1997.

Survey Responses

By September, 1997 30 ASOs  (40 percent of the survey group) completed and

returned questionnaire, providing data on these public programs in 24 states. Many of

the ASOs  participating in the study did not want their identity or state revealed.

However, these 30 ASOs are from all regions and geographic areas of the United

States. Of these 30 ASOs, six people responding identified themselves as the

executive director, four as case managers, two as director of public policy, two as

director of client services, and two as staff members. Other people responding

identified themselves as chief operating officer, chair, vice-president, board member, or

coordinator. Nine people completing and returning questionnaires did not identify their

role in the ASO.

Survey Results - The Medicaid Program

Effective ‘Services Covered

The questionnaire asked the ASOs to “list the health and care-related services

covered by the Medicaid program in your state that are most effective at meeting the

needs of people with HIV illness”. Table 8-1 presents the 10 most frequently listed

health and care-related services in the survey responses, with prescription drug

coverage mentioned most frequently (by 24 ASOs).  An AS0 from Utah responded
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Table 8-l: The Medicaid Program

A.) Effective Health and Care-Related Services for People with AIDS

1.
2.
3.
4.
5.
6.
7.
7.
7.
7.

1.
2.
2.
4.
4.
4.

r‘ 7.
7.
7.

prescription drugs/medications (24)
primary care/primary physician (18)
home care/home health aide/personal care aide/skilled nursing/attendant care/chore services (12)
inpatient hospital care (11)
lab services/diagnostic testing (6)
dental care (6)
hospice (4)
eye care/eye exam/optical care (4)
nursing home care (4)
outpatient hospital care (4)

B.) Effective Health and Care-Related Services for People with AIDS Not Covered

dental care/dental services (8)
mental health/pyscho-so&l  care (5)
restrictive/limited coverage of prescription drugs (5)
assisted lffing facilities/residential care facilities/housing (3)
restrictive/limited coverage of physician services (3)
alternative treatments (acupuncture/massage therapy) (3)
home health care/limited home health care (2)
hospice (2)
nutritional supplements (2)

C. Problems with Medicaid Encountered by People with AIDS

1.
2.
3.
4.
4.
4.

application process/length of application process/restrictive Medicaid income eligibility guidelines (17)
spend down paperwork/spend down levels (11)
limited coverage of medications/prescription drugs (4)
HMOs/managed  care implementation (3)
limited physician participation in Medicaid (3)
Medicaid coverage taken away when SSDI approved, but Medicare coverage does not begin for 2 more
Years (3)

7. many people with HIV (but not AIDS) not covered by Medicaid, delaying access to care (2)

Note: the number in parentheses following each health or care-related service is the number of ASOs
mentioning the service.
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that the “Utah Medicaid [program] has a long history of providing reimbursement for

quality HIV care. . . . Medicaid has worked hard to talk with major HIV providers to

establish and maintain treatment.” Similarly, an AS0 in Mississippi reported that

“Medicaid is the best coverage for low income persons without health insurance in

Mississippi, although [Medicaid coverage] is limited.”

Other effective covered services that were mentioned in survey responses from

the ASOs (with the frequency following each service in parenthesis) are:

transportation to care/ambulance (3); case management (2); durable medical

equipment (2); health insurance continuation (2); home and community-based care

waiver programs (2); speech/hearing/physical therapy (2); substance abuse services

(2); home-delivered meals (1); limited mental health (1); and nutrition supplements (1).

Effective Services Not Covered

The questionnaire asked the ASOs to “list any health and care-related services

that the Medicaid program in your state does NOT cover that would be effective at

meeting the needs of people with HIV illness”. As Table 8-I illustrates, dental care

was the most frequently mentioned effective service that was not covered by the state

Medicaid programs (mentioned by 8 ASOs).

A number of ASOs mentioned restrictive coverage of prescription drugs and

physician services in response to this question. Federal Medicaid policy allows the

states to establish utilization limits on the number of physician visitslg  and

prescription drug? that Medicaid recipients may receive. An AS0 in Texas

responded that Medicaid coverage of prescription drugs in Texas as of August, 1997

was “far too restrictive (3 per month per recipient) to provide people with HIV/AIDS

with the medications they need. ([However, this is] changing as the Texas Medicaid
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program reorganizes its drug programs to provide unlimited prescriptions for Medicaid

recipients.) Because of this [limit on prescriptions], many clients in this service area

get health care from more than one source, resulting in fragmented, sometimes

duplicated, and inadequately supervised care.” An AS0 from South Carolina replied

that Medicaid coverage of prescription drugs is limited to 3 prescriptions per month in

that state. ‘Those on the HIV/AIDS [home and community-based care] waiver

program qualify for 5 prescriptions [per month], but these [people] are more and more

those at the end stage when treatments are less effective.” The ASOs mentioning this

restrictive coverage point out that although these services may be covered by

Medicaid, the utilization limits imposed by a number of states can be below the level of

care needed by people with HIV illness.

Other effective services not covered by Medicaid that were mentioned by only

one AS0 in the survey process are: assistance with activities for daily living; early

intervention services; eye care; food; limited lab services; limited hospital care; and

transportation to health care. An AS0 from Nebraska responded that the Nebraska

Medicaid program does not provide transportation to or from medical appointments,

creating “severe problems for disabled [Medicaid recipients] who cannot access

infectious disease specialists due to great distances.” Aloysius Home, as AS0 in

Tennessee replied that there is “no reimbursement for supportive or assisted living

facilities such as Aloysius Home. Research from other parts of the country has shown

that programs such as ours decrease the number and length of hospitalizations for

persons with HIV illness.”

All of these effective services not covered by Medicaid, as well as the effective

services not covered by Medicaid that are listed in Table 8-1, can be provided to
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P, Medicaid recipients with AIDS through the Medicaid home and community-based care

waiver programs.21 Expanded use of these waiver programs will allow the state

Medicaid programs to broaden coverage of the health and care-related services to

meet the care needs of people with AIDS.

In addition, one AS0 responded to this question that there is no Medicaid

coverage for people with HIV (without AIDS) who do not meet other eligibility criteria.

Unlike AIDS, merely being infected with HIV does not confer presumptive disability for

Medicaid eligibility. Unfortunately, unless eligible through some other category (for

example, Aid to Families with Dependent Children) people infected with HIV (without a

diagnosis of AIDS) are not eligible for Medicaid. Without Medicaid, or some other type

of coverage, it will be difficult for people with HIV to gain access to the combination

drug therapies that are effective at combatting the progression of HIV disease.

Problems with Medicaid

The questionnaire asked the ASOs to “mention any problems or difficulties that

people with HIV illness have with the Medicaid program in your state”. As Table 8-1

presents, by far, the eligibility  process was the most frequently mentioned problems

that people with HIV illness encounter with the Medicaid program. The complexity of

the Medicaid application process, the length of this process, and restrictive income

eligibility guidelines were mentioned most frequently by the ASOs as a problem people

with HIV illness have with Medicaid.

Another Medicaid problem for people with HIV illness is the eligibility  issue of

“spend down,” as Table 8-1 documents. Many state Medicaid programs cover the

optional medically needy category of Medicaid recipients. The medically needy meet

certain eligibility guidelines for Medicaid coverage, yet have financial assets and
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P
income in excess of Medicaid IimitsZ State Medicaid programs offering medically

needy coverage allow these people to deduct the costs of their health care from their

incomes and assets to “spend down” to Medicaid eligibility. Eleven ASOs noted that

the paperwork required for the administration of the spend down process is a problem

for people with HIV illness and that the spend down levels can be burdensome.

One AS0 provided a detailed explanation of the spend down problem. In that

state the cut off income level for Medicaid eligibility is $755 per month. “A client

earning that amount or less is entitled to Medicaid. However, if one earns $756 per

month, he must spend down to $418 on medical expenses each month, and show

proof of same, prior to being eligible for Medicaid. Not only is this unfair, $1 more

[income] costs a client over $300 more each month, but the tracking of eligibility

leaves room for ‘computer errors’ where the computer still says the client is not eligible

even though he has met his spend down [requirements] causing difficulty getting

medications and/or services.”

An AS0 in Wyoming responded that Medicaid coverage is offered to some

people with AIDS at the beginning of the eligibility process for Social Securii disability

coverage. However, when a person is determined eligible for Social Security Disability

Insurance, the higher income results in the loss of Medicaid coverage. These people

have no health coverage for two years until Medicare coverage begins. Hence,

Medicaid coverage “is denied at a time when many people could most use it.”

Three ASOs mentioned the problems that Medicaid recipients with HIV illness

have with managed care or health maintenance organizations (HMOs).  For example,

r‘ an AS0 in Utah replied that Medicaid coverage is “in some instance better than

HMO/AIDS care.” In addition, an AS0 from Florida reported that the “Medicaid HMO
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makes it difficult for people living with HIV to see the specialists who manage their

care. Most primary cafe providers are not knowledgeable about HIV/AIDS care and

still do not provide referrals for patients [with HIV] easily.”

Other problems or difficulties that people with HIV illness have with Medicaid

that were mentioned by only one AS0 in the survey process are: administrative

problems with health insurance continuation; authorization of payments for

medications; confidentiality; implications of new insurance “portability” law are unclear;

limited home health care; limited lab tests; limited coverage of oxygen services; limited

nursing home beds covered; many patients must seek services at two or more sites

for needed care, resulting in fragmented and uncoordinated care; Medicaid cutbacks

have unclear implications for people with AIDS; and the waiting time to receive home

and community-based care waiver services due to inadequate funding and staffing.

Survey Results: Title II of the Ryan White CARE Act

Effective Services Covered

The questionnaire asked the ASOs to list the health and care-related services

covered by programs funded by Title II of the Ryan White CARE Act that are effective

at meeting the care needs of people with HIV illness. Table 8-2 presents the mostly

frequently mentioned health and care-related services, with prescription drug coverage

mentioned most frequently (by 17 ASOs).  Interestingly, food and nutrition (mentioned

by 13 ASOs),  alternative therapies (4 ASOs),  and legal services (4 ASOs)  are effective

care or services covered by programs funded by Title II of the CARE Act that are not

covered by the traditional state Medicaid programs but may be covered by the

Medicaid home and community-based care waiver programs?
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P Table 8-2: Tie Ii of the Ryan White CARE Act

1. prescription drugs/medications (17)
2. primary care/clinical services (14)
3. food and nutrition (13)
4. case management (9)
5. mental health/counseling/support groups (8)
6. dental care (7)
7. transportation services (6)
8. alternative therapies (acupuncture/herbal or massage therapy (4)
8. legal services (4)
9. health insurance continuation (3)
9. home health services (3)

B.) Effective Health and Care-Related Services for People with AIDS Not Covered

1.
1.
3.
3.
5.

p 5.

alternative therapies (5)
mental health/pyscho-so&l  services/support groups (5)
limited drug formulary/psychiitric  drugs/more funding for drugs (4)
limited utilization of services/limited funding (4)
assisted living facilities/housing (2)
inpatient care (2)

C. Problems with Tie II Encountered by People with AlDS

1.
2.
3.
3.
3.
3.

limited funding for Tie II programs (11)
lack of awareness of Tie II programs/services (4)
access to services (2)
bills paid slowly (2)
lack of a good process for inputs into the allocation of funds for
people with health insurance cannot use Tie II services (2)

programs/services and for planning (2)

Note: the number in parentheses following each health or care-related service is the number of ASOs
mentioning the service.

A) Effective Health and Care-Related Services for People with AIDS
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/I Other effective covered services mentioned in the survey responses from the

ASOs (with the frequency following each service in parenthesis) are: benefits

advocacy (2); financial assistance (2); social services (2); day care (adult and child)

(2); durable medical equipment (2); emergency housing (2); hospice (2); respite care

(2); substance abuse services (2); early intervention services (1); foster care/adoption

(1); HIV counseling/testing (1); hepatitis B counseling/testing/vaccine (1); home

infusion (1); outreach programs (1); rehabilitation therapy (1); respiratory treatment (1);

and TB counseling and testing.

Effective Services Not Covered

The questionnaire asked for a listing of any health or care-related services that

programs funded by Title II of the CARE Act do not cover that would be effective at

meeting the needs of people with HIV illness. The responses from the ASOs are

presented in Table 8-2, with alternative therapies the most frequently mentioned

beneficial health service not covered by programs funded by Title II of the CARE Act.

This illustrates that the health and care-related services covered by Title II programs

vary from state to state, as four other ASOs from other states listed alternative

therapies among the most effective health services covered by the Title II program in

their states.

Other effective services not covered by Title II programs that were mentioned by

only one AS0 in the survey process are: education/training support groups; eye

care; food; HIV prevention programs; health insurance continuation for people with

HIV (not AIDS); hospice; limited case management and coordination of services;

/?, limited financial assistance; limited transportation services; local consortia set priorities

- services vary widely among consortia across the state; no centralized statewide drug
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/-~ assistance program; ongoing assistance; only case management funded - any other

Title II program would be beneficial; and substance abuse services.

One AS0 responded to this survey question that the programs funded by Title II

of the CARE Act need to address the concerns of people who may recover from HIV-

related disability  with jobs programs and re-education programs. Given the success of

the combination drug therapies in combatting the progression of HIV disease in many

people,24  the needs of people who recover from HIV-related disability could become

an increasingly common problem. Not only will they need job and education

programs as the AS0 pointed out, but will they lose eligibility for Medicaid, Medicare,

or the Ryan White programs? If people who recover from HIV-related disability lose

eligibility for Medicaid or the drug assistance programs funded by Title II of the CARE

Act, they may not be able to continue the combination drug therapies that allowed

their recovery.

Problems with the Title II Programs

The questionnaire asked the people at the ASOs  to mention any problems or

difficulties that people with HIV illness have with the Title program in their state. As

Table 8-2 illustrates, limited funding for Title II programs was by far the most frequently

mentioned problem (11 ASOs).  An AS0 in South Carolina replied that the limitations

on funding “restrict care from standards often suggested.” Another AS0 responded

that “as a low incidence [of AIDS] state, our funds are very limited - we cannot meet

the needs of everyone who is eligible.” An AS0 from Iowa reported that a major

problem people with HIV illness have with the Title II program is “being denied

/? payment because the client is over the $500 limit per quarter or because the client is

trying to get payment for a drug not on the formulary (for example, psychiatric
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medications).” An AS0 from Mississippi answered that “now only the triple drug

combination is furnished to as many people as the money will cover.” A Wyoming

AS0 concluded that “in a lot of cases it would be better to have more [funds] for

medical care as the prescription drug portion can be eaten up in one month.”

Another AS0 replied “we need federal funds for housing, food, and food for the

needy. AIDS/HIV victims need help with medications and health care. We do not

have any funds. It is much needed to have a designated area apartment with special

attention to HIV victims. A total health care program is needed. Please help.”

A lack of awareness of Tile II programs and services was the second most

frequently mentioned problem (4 ASOs).  An AS0 in Alabama replied that it is difficult

for individuals living with HIV to access Title II services because of a lack of awareness

of the programs. “HIV infected individuals need to know where, when, and how these

services can be utilized.” Given the benefits of the drug assistance programs and the

other services funded by Title II of the CARE Act, lack of awareness of these programs

by people with HIV illness is a problem that needs to be addressed.

Other problems with Tile II programs that were mentioned by only one AS0 in

the survey process are: accessibility of services; burnout for people involved with HIV

services; fragmented care - too many agencies/different eligibility criteria; immigrants

have access problems; limited choice of physicians/medical practices; limited

coverage encourages funding “deserving” patients; limited drug formulary; no inpatient

coverage; must be a client and get award through an ASO; privacy concerns/fears;

timeliness of awards; and transportation problems.
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Survey Results: Title I of the Ryan White CARE Act

Effective Services Covered

Table 8-3 presents the health and care-related services funded by Title I of the

Ryan White CARE Act that the ASOs identified as most effective at meeting the needs

of people with HIV illness. The effective services listed in Table 8-3 are a blend of both

health care and social services. Most of the beneficial social services listed in Table 8-

3 are not available from the traditional state Medicaid programs but can be provided to

eligible people with AIDS through the Medicaid home and community-based care

waiver programs.

Other effective services covered by Title I programs that were mentioned by

only one AS0 in the survey process are: attendant care; early intervention skills

building (living with HIV); residential care facility; and substance abuse treatment. In

addition, one AS0 responded that the Title I program covers health care  for people

not eligible for Medicaid or other public programs.

Effective Services Not Covered

The questionnaire asked for a listing of any health or care-related services that

programs funded by Title I of the CARE Act do not cover that would be effective at

meeting the needs of people with HIV illness. As no health or care-related service was

mentioned more than once, the responses from the ASOs  are not listed in Table 8-3.

instead, the responses are presented in the text. Effective services not covered by

Title I programs that were mentioned by only one AS0 in the survey process are:

child care; emotional and practical support; insurance continuation for people with HIV

r? (without a diagnosis of AIDS); legal services; limited mental health funding; and most

medical needs not met with Title I funding are covered by Title II programs. In addition,
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Table 8-3: Title  I of the Ryan Whiie CARE Act

Effective Health and Care-Related Services for People with AIDS

1. food and nutrition (4)
1. social services, continuum of care/community services referral/benefits counseling (4)
3. case management (3)
3. prescription drugs/medications (3)
3. primary care (3)
6. dental care (2)
6. emergency assistance/financial assistance (2)
6. housing (2)
6. mental health services (2)
6. transportation services (2)

Note: the number in parentheses following each health or care-related service is the number of ASOs
mentioning the service.
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n an AS0 responded that the Title I program in its services area does not cover support

services for family and friends. This AS0 added “often we encounter family that feels

‘left out’ because services embrace the HIV infected person but not the [other]

affected person.”

Problems with the Title I Programs

The questionnaire asked the ASOs to mention any problems that people with

HIV have with the Title I program in their service area. As no problem was mentioned

more than once, the responses from the ASOs  are not listed in Table 8-3.

The problems with Title I that were mentioned only once in the survey process are:

different level of services offered to people with HIV compared to the level of services

offered to people with AIDS; difficult to access funding; inefficient system - “i.e., pay

more for case manager to get drugs for a client than the drugs are worth”; inequities

in coverage of clients by state in a bi-state EMA; large county - difficult to provide

services where patients/clients live; not enough funding; Tile I planning council is

cumbersome; and understanding and complying with eligibility rules/documentation.

In addition, an AS0 reported that “the most common problem [in their service area] is

the transportation issue. Transit systems are limiting in this city and generally, a

person living on disability (eligible for services) can not afford a vehicle, the insurance,

maintenance, and cost of petrol. Therefore. services are not attended.”

Survey Results - The Medicare Program

Effective Services Covered

The questionnaire asked the ASOs to “list the health and care-related services

covered by the Medicare program that are most effective at meeting the needs of

people with HIV illness”. Table 8-4 presents all the responses from the ASOs,  with
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/I Table 84: The Medicare Program

A.) Effective Health and Care-Related Services for People with AIDS

1. primary care/primary physician (17)
2. inpatient hospital care (16)
3. outpatient hospital services (9)
4. lab services/diagnostic testing (7)
5. home health care (4)
6. durable medical equipment (2)
6. hospice (2)
6. medical supplies (2)
9. flu/pneumonia shots (1)
9. skilled nursing home care (1)

1.
2.
2.
4.

r‘ ;

4:

1.
2.
3.
3.
5.
6.
6.

6.
6.

6.
6.
6.
6.

B.) Effective Health and Care-Related Services for People with AIDS Not Covered

prescription drugs (17)
dental services (2)
transportation (2)
as&ted  living facilities (1)
eye exams (1)
I.V. medications at home (1)
physician participation (1)
psycho-social services (1)

C. Problems with Medicare Encountered by People with AIDS

prescription drugs not covered (6)
eligibility process/length of time for eligibility (5)
complexity of Medicare coverage of services (3)
cost sharing requirements for Medicare patient is more than many can pay (3)
slow  and low payments to providers cause reluctance to participate (2)
access to services (1)
difficult/cumbersome for Medicare patients to use Medicaid spend down to qualify for Medicaid coverage
of prescription drugs (1)
difficult for people with HIV (without AIDS) to qualify for Medicare (1)
HMOs (most comprehensive Medicare-covered care available) typically unwilling to accept people with
AIDS (1)
lack of support services covered (Medicare is a medical program) (1)
Medicare criteria for home-based services are strict - few HIV patients meet these criteria (1)
Medicare (Part B) premiums cost more than most can afford (1)
private Medicare insurance supplements (Medigap policies) provide inadequate prescription drug
coverage and are expensive (1)

/- Note: the number in parentheses following each health or care-related service is the number of ASOs
mentioning the service.

163



physician services and inpatient hospital care the two most frequently mentioned

services covered by Medicare that are most effective at meeting the care needs of

people with HIV illness.

Effective Services Not Covered

The questionnaire asked the ASOs  to “list any health and care-related services

that the Medicare program does not offer that would be effective at meeting the needs

of people with HIV illness”. As Table 8-4 documents, the ASOs overwhelmingly

responded (17 ASOs)  that prescription drug coverage was a health service needed by

people with HIV illness that the Medicare program does not cover. One AS0

responded that if Medicare was “the only health insurance a disabled person has, lack

of access to medications is a significant problem.” Noting that Medicare does not

cover prescription drugs, an AS0 in Tennessee replied that people on Medicare use

Medicaid spend down to qualify for Medicaid coverage of prescription drugs.

However, “spend down is a problem for people with limited incomes and it is very

cumbersome.” Given the effectiveness of the combination drug therapies in

combatting the progression of HIV disease, the lack of Medicare reimbursement of

prescription drugs is a major weakness in Medicare coverage for people with HIV
‘

illness.

Problems with Medicare

/--,

The questionnaire the ASOs to “mention any problems or difficulties that people

with HIV illness” have with the Medicare program. Table 8-4 presents all the

responses from the ASOs.  Again, the lack of prescription drug coverage by Medicare

was the most frequently mentioned response. The eligibility process and the length of

time for eligibility was the second most frequently mentioned problem. For a person
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with HIV to become eligible for Medicare requires meeting eligibility criteria for Social

Security Disability Insurance, including disability status (similar to Medicaid, people with

AIDS have presumptive disability), sufficient work-related history, and a 29-month

waitingperiod (5 months from disability status for Social Security Disability Insurance

payment to begin, then 24 additional months for Medicare coverage to begin).=  In

addition, an AS0 in Alabama replied that “just because an individual is HIV positive

does not mean that they qualify for Medicare benefits. A HIV infected individual must

have a recognized, AIDS-defining illness to [meet the] disability classification.” An

Iowa AS0 reported that “many of our clients do not understand how Medicare works

(what is covered and what is not) and often confuse Medicaid and Medicare. Also,

some of our clients do not- qualify [for Medicare] because they have not been

determined disabled or have not been on SSDI for 24 months.”

A local government AS0 replied that people with HIV illness in their service area

have problems with the Medicare program because “Medicare is a medical program.

Therefore, supportive services required by a person with HIV need to be funded by

other sources.” An AS0 in Florida, however, noted that people with HIV illness can

have problems receiving Medicare coverage of medical care services. This Florida

AS0 reported that “the [Medicare] criteria for home-based services such as nursing

and personal care is very strict. The only way that someone can be covered for these

services is if they were just released from a hospital after surgery or are bed bound.

Few of the HIV patients are able to be covered due to” these strict Medicare criteria.

Medicare cost sharing requirements were also mentioned by three ASOs  as a

problem that people with HIV confront. For example, a Medicare patient is required to

pay a $100 deductible for physician services, as well as 20 percent cost sharing on
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P physician bills after the deductible requirement has been met. An AS0 in Nebraska

noted that “20 percent is more than most can pay and Medicare [Part B] premiums

are more than most can afford.”

Summary and Conclusion

Public programs are the primary payers for the health and care-related services

provided to people with HIV. The coverage, payment, and utilization policies

implemented by these public programs affect the care that people with HIV receive.

ASOs were surveyed to identify effective services covered, and effective services that

are not covered, by these public payers of HIV-related care, as well as identify

problems that people with HIV illness have with these programs.

As Table 8-l illustrates, the state Medicaid programs cover a range of health

services that meet the needs of people with HIV, with prescription drug coverage

mentioned most frequently by the ASOs.  However, a number of states place

restrictive utilization limits on these health services (for example, three prescriptions

per month), often below the levels needed by people with HIV illness. Table 8-l also

presents effective health and care-related services that the state Medicaid programs

do not cover. All of these services can be provided with the Medicaid home and

community-based care waiver programs for people with AIDS/HIV and for the elderly

and disabled (people with AIDS can access this programs due to their disability

status)? Expanded use of these waiver programs would allow the state Medicaid

programs to target effective health and care-related services to people with HIV illness.

In addition, due to more generous income eligibility standards, it is easier for people

with HIV to qualify for these waiver services than for traditional Medicaid coverage?
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Table 8-2 presents effective health and care-related services provided to people

with HIV that are funded by Ttle  II of the Ryan White CARE Act. In addition to

prescription drugs and physician services, the Title II programs offer support-related

services such as food and nutrition, transportation, alternative therapies, mental health

and support groups, adult and child day care, and legal services. Limited funding for

Title II programs was the problem most frequently identified by the ASOs. A number

of ASOs mentioned a lack of awareness of Title II programs as a problem for people

with HIV illness.

As Table 8-3 summarizes, the ASOs identified a blend of both health care and

social services funded by Title I of the Ryan White CARE Act as most effective at

meeting the needs of people with HIV illness. One AS0 responded that the Tile I

program in its service area does not cover support services for family and friends of

people with HIV disease, with these people feeling “left out.” Another AS0 reported

the lack of transportation to care results in the loss of care.

As Table 8-4 presents, the Medicare program covers a range of health services

necessary for the treatment of acute illness, except for prescription drugs. Given the

success of the combination drug therapies in combatting the progression of HIV

disease, the ASOs identified the lack of Medicare coverage of prescription drugs as a

major problem for people with HIV illness. One AS0 responded that if Medicare was

“the only health insurance a disabled person has, lack of access to medications is a

significant problem.” Another AS0 noted that given the focus of Medicare coverage

on acute care/medical care, the lack of Medicare coverage of support services is a

problem for people with HIV disease. The length of time for Medicare eligibility (29
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months) is a severe problem for people with HIV illness. Medicare cost sharing

responsibilities can be more than most people with AIDS can afford.

One AS0 responded that the Title II programs need to address the concerns of

people who may recover from HIV-related disability with job and re-education

programs. Given the success of the combination drug therapies in combatting the

progression of HIV disease, all public programs covering HIV-related care, not just the

CARE Act programs, will need to address the health and care-related needs of people

who recover from HIV-related disability. If people recover from HIV-related disability,

r‘

will they lose their disability status? This disability status, for example, is a key element

of eligibility for Medicaid coverage. Without this coverage, will they still have access to

the combination drug therapies and other health and care-related services that led to

their recovery? The eligibility of people who recover from HIV-related disability for

public programs will become an increasingly important issue in the near future as new

developments in drug therapies and other treatments combat the progression of HIV

disease.
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Chapter 9
Compliance with TB Drug Regimens:

Incentives and Enablers Offered by Public Health Departments’

Introduction

From 1952 to 1985 the annual incidence of tuberculosis (TB) in the United

States fell from 56 cases to 9 cases per 100,OO population, or about a 5 percent

decrease per year.’ The consistent annual decline of the incidence of TB in the

United States ended in the mid-1980s,  increasing from 9.1 TB cases per 100,000

population in 1988 to 10.5 cases per 100,000 population in 1992.2  This trend in the

United States of the increasing incidence of TB was reversed in 1993, with the annual

incidence of TB falling to 9.8 cases per lOO,OOO population in 1993, to 9.4 cases per

100,000 population in 1994, and 8.7 cases per 100,000 population in 1995.3  The

resurgence of TB in the late 1980s and early lQQOs, however, underscores the

importance of developing and implementing effective approaches to control and treat

this communicable disease. The purpose of this research is to present the incentives

and enablers implemented by state and local health departments in each of the 50

states and the District of Columbia to encourage TB patients to comply with TB drug

regimens.

Mkthodology

To identify these incentives and enablers, a questionnaire was mailed to the

directors of the state health departments in each state and the District of Columbia

during May, 1995. (In almost all cases, the questionnaires were completed and

vhis research is published in the AMERICAN JOURNAL OF PUBLIC HEALTH,
Vol. 87, No. 12, 1997.
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c returned by administrators of the states’ TB control programs.) By August, 1995 all 50

states and the District of Columbia returned completed questionnaires. The

questionnaire provided the following list of incentives and enablers, with a request to

circle any that apply: free meals; free clothing; free transportation to treatment; cash

(if yes, how much money); and “other effective incentives (please describe).” Tables

summarizing the results of the survey were mailed to the health departments for

verifications and updates in October, 1995.

Treatment Incentives and Enablers

An ad hoc committee of the Scientific Assembly on Microbiology Tuberculosis

and Pulmonary Infections suggests that the use of incentives and enablers can help

encourage TB patients to comply with TB drug regimens.4  Among the incentives

.p identified as successful are food and clothing, with bus tokens and baby-sitting

services mentioned as enablers. Food coupons and cash have also been suggested

as incentives to encourage compliance with drug regimens.5 6 The survey of the

directors of the state health departments asked if state or local health departments

offered TB patients incentives to comply with TB drug regimens.

As Table 9-1 illustrates, public health departments in most states offered free

meals, free clothing, and free transportation to treatment as incentives or enablers to

encourage TB patients to comply with TB drug regimens. Most states reported that

public health departments in their states did not provide free baby-sitting or day care

nor did they provide cash payments to encourage compliance with drug regimens.

Among other incentives mentioned by the state health departments as effective were:

,- housing and gas vouchers; grocery store vouchers; housing for homeless TB patients;

patient advocacy and assistance with social services; personal items and toiletries;
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(1995)



toys or treats for children; tickets for sporting events; diaper services; medical

equipment; and “everything from birthday cards to batteries.” A number of states

responded that their public health departments used a variety of incentives and

enablers designed to meet the individual needs of TB patients to encourage

compliance with drug therapies. As the Department of Public Health in Massachusetts

replied, the incentive program is “designed and tailored to meet whatever can be

identified as the patients’ greatest need. It is individualized and many, many different

types of incentives are possible.”

Summary and Conclusions

The results of the survey conducted for this study indicate that public health

departments in almost all states are implementing the incentives and enablers that TB

experts advocate to encourage patients to comply with drug regimens in efforts to

control this disease. The implementation of these TB incentives, along with public

health screening and treatment programs combined with dramatically increased federal

funding for TB control during federal fiscal year 1993, may help to explain why the

incidence of TB resumed its long term decline in the United States in 1993 after a

decade of resurgence. The resurgence of TB during the 1980s is attributable, at least

in part, to inadequate public funding for TB control by the federal, state, and local

governments.’ In 1981 Congress created a categorical grant program to state and

local governments for TB control with section 317 of the Public Health Service Acta

However, this grant program was not funded at authorized levels until 1992. For

example, the program was authorized at $9,000,000  in federal fiscal year 1982 but only

$1 ,OOO,OOO was appropriated; in federal fiscal year 1991 $36,000,000  was authorized

but only $9,109,000  was appropriated. During federal fiscal years 1992 and 1993
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P $15,321,000  and $73,630,000  was appropriated respectively, with authorization in both

years set at such sums as necessary.’ The resurgence of TB in the United States

during the 1980s illustrates that the danger of TB to the nation’s health is a constant

threat.
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Chapter IO
Tuberculosis and HIV Infection:

Utilization of Public Programs to Fund Treatment Servicesa

Introduction

The annual incidence of tuberculosis (TS)  in the United States fell from 56

cases per 100,000 population in 1952 to 9 cases per 100,OO  population during 1985,

or about a 5 percent decrease per year.’ The consistent annual decline of the

incidence of TB in the United States ended in the mid-1980s,  with rates increasing

from 9.1 TB cases per 100,000 population in 1988 to 10.5 cases per 100,000

population by 1992.*  This trend of the increasing incidence of TB in the United States

was reversed in 1993, with the annual incidence of TB falling to 9.8 cases per 100,000

r‘.

population in 1993, to 9.4 cases per 100,000 population in 1994, and to 8.7 cases per

100,000 population in 1995.3  The recent resurgence of TB, however, underscores the

importance of developing and implementing effective public health programs and

policies to combat this communicable disease.

TB control experts have recommended that public health departments develop

and administer a number of policies and programs to eliminate TB. For example, the

Advisory Council for the Elimination of TB recommends that public health departments

implement TB identification, screening, and reporting programs.4  Directly observed

therapy programs5 6 ’ 8. and nursing case manageme&  are advocated as

important public health approaches to the control of TB. The purpose of this article is

to present treatment approaches that state and local health departments have

-his research is published in AIDS & PUBLIC POLICY JOURNAL, Vol. 12, No.
4, 1997.
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P developed and implemented in each of the 50 states and the District of Columbia to

combat TB. Given the financial pressures confronting health departments in their

efforts to control TB, this research also presents how public health departments are

utilizing a number of different public programs to pay for needed TB-related care.

TB and AIDS

The increase in the rates of TB cases that began in the mid-1980s has been

mostly confined to urban areas with high rates of HIV infection.” Seroprevalence

surveys in TB clinics confirm a high rate of HIV infection among people with TB and

matching TB and AIDS registries demonstrates a strong association between the two

diseases.” l2 l3 During 1990 54.2 percent of people between 20 and 49 years of

age who died with TB also had AIDS listed on their death certificates.14  More than 1

in 10 people with AIDS in New York and about 1 in 14 people with AIDS in Illinois had

active TB in 1993.15 TB is probably the only HIV-related disease that can be

transmitted to someone who is not infected with HIV.16 The increasing incidence of

HIV infection and the prevalence of TB in low-income and disenfranchised people

creates a public health threat.” The incidence of TB and HIV among low-income

people increases the role of public programs in funding the health services necessary

to treat TB and HIV-related illness. This article will examine the role of public

programs in funding TB-related health services.

Methodology

To identify how public health programs are treating TB, and utilizing public

programs to help pay for this care, a questionnaire was mailed to the directors of the

/? state health departments in each state and the District of Columbia during May, 1995.

(In almost all cases, the questionnaires were completed. and returned by
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administrators of the states’ TB control programs.) By August, 1995 all 50 states and

the District of Columbia returned completed questionnaires which included questions

on TB treatment policies and public funding sources for TB-related care. Tables

summarizing the results of the survey were mailed to the health departments for

verifications and updates in October, 1995.

TB Treatment Policies

The availability of TB treatment services and transportation to care are

frequently problems for people in high incidence and socioeconomically disadvantaged

areas.” The Advisory Council for the Elimination of Tuberculosis recommends that:

TB treatment services and related transportation should be available at no cost to

patients; special treatment housing centers should be established for homeless people

at risk for TB; directly observed therapy (DOT) programs be considered for all TB

patients; and outreach workers be used as a link between the TB patient and health

professionals. lg

DOT programs, which involve watching patients take each dose of medicine,

have been successful in the treatment and control of TB? Some have argued that

“sound public health practice dictates” the use of DOT during TB treatment.*’

Between 1992 and 1994 the number of reported TB cases in New York City declined

by 21 percent, with DOT an important contributor to this decline.=  Similarly, there

was a decline in the incidence of TB in Baltimore during the 1980s after

implementation of a DOT program?

The survey of the directors of state health departments asked if state or local

health departments in their states provide a range of health care services at no charge

to TB patients. The questionnaire provided a list of services, with a request to circle
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any that apply. The services listed on the questionnaire were: TB treatment services;

TB drug therapies; transportation to health services; special treatment housing

centers; directly observed therapy programs; outreach workers; and “other health

services (please describe).” The responses from each state and the District of

Columbia are presented in Table 10-l. All states reported providing free TB drug

therapies and most states provided free TB treatment services (although some states

reported a sliding scale fee or nominal fees for these services). In addition, all states

reported the use of DOT programs.

According to the survey responses, public health departments in most states

utilized outreach workers in the effort to treat and control TB. These outreach workers

can be of the same ethnic or cultural background as the patient and can establish a

stronger relationship with the TB patient than the more traditional health

professional.24 These outreach workers act as extensions of health providers by

locating TB patients, helping patients with appointments, encouraging adherence to

treatment, and delivering medications and observing that proper doses are taken?

Most states provided transportation to health care, while most states responded

that they did not provide special treatment housing centers. Among other services

that public health departments provided in the treatment of TB patients were:

coordination of services with other agencies; sputum collection; inpatient respiratory

isolation if needed; medical monitoring for TB treatment; incentives to comply with

treatment; inpatient diagnostic and outpatient diagnostic and management services;

HIV testing and counseling; laboratory and X-ray services; isolation housing for

/? contagious homeless people; and case management services.
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fl Nursing case management has been advocated as a comprehensive approach

to ensure that TB patients complete therapy.= With this case management, one

person is assigned to each case of TB. Among the responsibilities of the case

manager are: assessment of the patient’s health and psychosocial needs;

assessment of factors affecting adherence to treatment, access to health care, and

cultural or language barriers to care; assignment of people to provide DOT;

assignment of outreach workers; monitoring care during treatment; and assisting the

TB patient with any necessary support services to ensure compliance with therapy?

The questionnaire asked the directors of the state health departments if state or local

health departments in their states utilized “nursing case management to control and

treat TB, assigning one person to each case of TB?” As Table 10-I documents, public

P health departments in most states utilized these nursing case managers to control and

treat TB. Many of these treatment-related services for TB can be funded by a number

of public programs.

Funding TB Care

The availability of financial resources to treat and prevent TB is a major

concern, as the costs for TB treatment increase without appropriate increases in

resources to metropolitan health departments.2e  Low incomes, lack of health

insurance, and limited access to health care for many people with TB limit their ability

to adhere to treatment, with the lack of adherence leading to treatment failure, drug

resistance, continuing spread of infection, and death.29  With many TB patients

lacking health insurance and health departments lacking sufficient resources to provide

all essential TB-related services, public health officials should utilize Medicare,

Medicaid, and other sources of public funding for TB care?
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P The questionnaire asked the directors of the state health departments if state or

local health departments in their state evaluated people with TB for eligibility for

Medicaid, Medicare, and programs funded by Title I and II of the Ryan White CARE

Act during 1995. As Table IO-2 illustrates, health departments in many states did not

evaluate TB patients for eligibility for these public programs, although Connecticut and

Minnesota reported that private physicians do this evaluation. Mississippi responded

that local health department staff “as a routine - not policy” refer patients to agencies

that can assist TB patients with the eligibility process for these programs. An

important role for case managers in the treatment of TB can be to assist patients with

identifying  public programs to cover their care and to guide them through the

application process.31  32 Utah replied to the survey that a Medicaid nurse case

manager was hired to evaluate TB patients for Medicaid eligibility.

The Ryan White CARE Act Programs

P

Given the susceptibility of people with HIV infection to TB, programs funded by

the Ryan White CARE Act can provide health services to people with HIV who are also

infected with TB. Title I of the CARE Act provides funds to eligible metropolitan areas

(EMAs)  with the largest number of AIDS cases. EMAs are required by the CARE Act

to provide a continuum of outpatient and ambulatory health and support services to

people with HIV, including case management services and comprehensive

treatment.= Title II of the CARE Act allocates funds to the states to provide HIV-

related medical and support services, allowing the states to implement HIV consortia

programs, HIV/AIDS drug assistance programs, home and community-based care

programs, and health insurance continuation programs?
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Table 10-2
Funding for TB Care

(1995)

,P! M i i p p i no no No Tiie I funds Yes
during 1995

‘We do not evaluate for eligibility. However, we do ask dients about insurance coverage and bill for eligible service.
lf a dient does not have coverage and appears to be eligible, ae a routine - not policy, local staff will refer
patients to other agencies that would be able to further assist the patientcdient in determining eligibility.”

MiSSOUri Y- Yes Yes Yes
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Table 10-2
Funding for TB Care

(1995)

Do State or Local Health Departments in Your State Evaluate People with TB for Eligibility for the Following Programs:

IMontana
I Medicaid I Medicare I Tie I - Ryan White’ I Tie II - Ryan White

Yes Yes No Trtls I funds Yes I
I I I during 1995 I

Nebraska yes yes No Tiie I funds Yes I

Nevada
I

Yes
I

no
I during 1995 I

No Tii I funds Yes

New Hampshir

New Jersey

New Mexico

New York

Yes

Yes_

no

yes

during 1995
Yes No Tii I funds

during 1995
Yes” Yes”

w not rotinety, but vanes from dinic to clinic
no NoTiiIfunds

during 1995
no no

Yes

Yes”

no

no

North Carolina
I

North Dakota I

VeS

Yes

VeS

yes

NoTiieIfunds no
I during 1995 I

No Tie I funds Yes

Ohio Yes

Oklahoma Yes

Oregon Yes

Yes

no

yes

during 1995
yes (the Cleveland area
began receiving Tie I

-funds in 199s)
No Tie I funds

during 1995
Yes

Yes

Yes

Yes
I

/ y Pennsylvania Yes no
I

not applicable not applicable

Rhode Island

South Carolina

South Dakota

yes but inconsistently

yes

YeS

yes but inconsistent&

Yes

Yes

No Tie I funds
during 1995

No Tie I funds
during 1995

No Tkle  I funds

no

Yes

YeS

Tennessee

Texas

Yes

Yes

no

no answer

during 1995
No Title  I funds

during 1995
no answer

no answer

Yes

tUtah yes”
I I I
I not routinely I No Tiie I funds I no answer

Vermont

I I during 1995 I
-“We hired a Medicaid  nurse case manager to evaluate infected and diseased TB patients.”

ves I no answer I No Tie I funds I no answer

Virginia Yes no
during 1995

yes Yes
L
Washington

West Virginia

Wwonsin

Yes

no

yes

yes

no

no

Yes

No Tie I funds
during 1995

No Tie I funds

y e s

no

no

Wyoming yes yes and no-
during 1995

No Tie I funds
during 1995

Yes

-“Some county health departments are Medicare cettiRed  and bill Medicare. Some do not”
.-Tie I programs funded by the Ryan White CARE Act are available only in large metropolitan areas with high incidences  of AIDS.

Several states are not eligible for Tiie I funds. States not receiving lite I funds during 1995 are identified with “Fact Sheet”,
Office of Communications,~Heakh  Resources and Services Admini&on, US. Department of Health and Human Servkzes,~Rockville,  MD.
Source: Robert J. Buchanan, Ph.D., Department of Community Health, University of Illinois, a 1995 survey of the state
health departments. This research was funded by a grant from the Health Care Financing Administration, U.S. Department
of Health and Human Services (grant # 1 S-P-90286/5-01).
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P HIV consortia funded by Title II of the CARE Act can provide a number of the

TB-related services listed in Table 10-I to eligible people with HIV.%  For example,

HIV consortia in many states provide case management services, primary medical

care, personal care, transportation services, nutritional services, and housing

assistance. The Title II program also funds HIV/AIDS drug assistance programs

(HADAPs)? Depending upon the availability of funding, these HADAPs  may provide

TB-related medications to eligible people infected with TB and HIV (see Table 10-3).

In addition, home and community-based care (HKBC) programs funded by Title II

can provide a range of TB-related services to eligible people with HIV and TB.=

These Title  II H&CBC programs, which are implemented in a number of states, fund a

range of services, among these beneficial to people with HIV and TB are: durable

medical equipment, in-home diagnostic testing, comprehensive nurse case

management, attendant care, day treatment services, personal care, and housing

assistance.

The Medicare Program

In addition to the elderly, Medicare coverage is potentially available to the

disabled if they meet certain work-related requirements. For a person with TB to

become eligible for Medicare requires meeting eligibility criteria for Social Security

Disability Insurance (SSDI), including disability status (similar to Medicaid, people with

AIDS have presumptive disability), sufficient work-related history, and a 29-month

waiting period (5 months from disability status for SSDI payment to begin, then 24

additional months for Medicare coverage to begin).% Although not a major payer of

the care needed by people with AIDS who are also infected with TB, the Medicare

program can be a source of funding for inpatient treatment for people who are eligible.
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One study found that expenditures for inpatient care of patients with TB accounted for

60 percent of TB-related spending? For people who are eligible for benefits, the

Medicare program also can cover inpatient and outpatient medical care, as well as the

diagnostic, lab, and X-ray services mentioned in Table 10-I. However, the Medicare

program does not cover and reimburse outpatient prescription drugs.

The State Medicaid Programs

Financial eligibil’ky  requirements for Medicaid vary from state to state, with

eligibility potentially available to the elderly, the blind, and the disabled, as well as

anyone receiving benefits from the Aid to Families with Dependent Children

program? As a result of a ruling by the Social Security Administration, people with

a diagnosis of AIDS are presumed to meet the disability standard.4’ In July 1993 the

Social Security Administration published a listing of HIV-related conditions that can be

used to establish presumptive disability for people infected with HIV but without a

diagnosis of AlDS.42

The state Medicaid programs must cover and reimburse inpatient and

outpatient hospital care, physician services, rural clinic services, laboratory services,

and X-ray services for eligible recipients. In addition, the state Medicaid programs

have the option to cover prescription medications, clinic services, diagnostic services,

screening services, personal care, transportation to health care, case management,

and respiratory services? Hence, the Medicaid programs can cover many of the

TB-related services listed in Table 10-l. In addition, these Medicaid services can be

specifically matched to the care needs of Medicaid recipients infected with TB and

HIV. For example, the diagnostic-related group (DRG) payment system for inpatient

hospital care implemented by the New York State Medicaid program during 1994 had
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numerous DRGs for patients infected with both HIV and TB.44 Similarly, a number of

state Medicaid programs adjust payments to nursing facilities to reflect the higher

costs associated with respiratory therapy and isolation for TB.45

Home and Community-Based Care Waivers

A number of state Medicaid programs use the home and community-based

waiver programs to offer an expanded array of services to Medicaid recipients with

AIDS. Section 2176 of the 1981 Omnibus Budget Reconciliation Act gives the Health

Care Financing Administration the authority to waive certain federal Medicaid

regulations to allow the states to include home and community-based care in their

Medicaid coverage, targeted to specific Medicaid recipients such as the elderly or the

physically disabled who would otherwise have to be institutionalized? 47 The

Omnibus Budget Reconciliation Act of 1985 amended Section 2176 to allow AIDS-

specific, Medicaid home and community-based waiver programs.48 The Medicaid

programs can use either the original waiver program to provide special services to

Medicaid recipients with AIDS who also have TB through their disability status or the

AIDS-specific waiver program. These waiver programs have more generous eligibility

requirements and can cover services not included in the regular Medicaid program.4g

The questionnaire asked the directors of the state health departments if state or

local health departments in their state provided care to people with TB who received

Medicaid coverage under the home and community-based  care waiver  programs. As

Table 10-3 documents, a number of states reported that Medicaid recipients with TB

received services through these waiver programs. The questionnaire also asked the

directors to identify any waiver services “that were beneficial to the care and treatment

of people with TB,” with the responses presented in Table 10-3. Among the services
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mentioned were case management, home health and personal care services,

respiratory therapy, housing, home-delivered meals, directly observed therapy, and

outreach services in the home for TB patients.

Drug Formularies

The questionnaire asked if the drug formularies used by the Medicaid program

and programs funded by Title I and Title II of the Ryan White CARE Act “include all

FDA-approved prescription drugs used to treat TB, including multi-drug resistant TB?”

As Table 10-3 illustrates, most state Medicaid programs cover all these drugs, with a

number of states reporting that public health departments cover these TB medications.

However, as Table 10-3 also presents, the Title I and Title II programs in many states

do not include these TB therapies on their lists of covered medications. Given the

encouraging results of the new protease  inhibitors in treating HIV infection,50 and the

$12,000 to $15,000 annual cost of these medications per person when used in

combination drug therapies,5’ the Ryan White programs will face increasing fiscal

pressures and may have to restrict the other drugs on their formularies.

Discussion

After a decade of resurgence, the incidence of TB in the United States resumed

its long term decline in 1993, 1994, and 1995. As the resurgence of TB during the

1980s illustrates, however, the threat of this disease to the public’s health remains

present. Aggravating’and enhancing the threat of TB in the United States has been

the emergence of AIDS. The spread of TB among people with AIDS has important

public health consequences because TB may be the only AIDS-related disease that

P can be transmitted to people who are not infected with HIV.52  With the increasing

incidence of AIDS in the United States, public health programs must be maintained
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and expanded to control TB to protect the public health and the health of people with

AIDS.

The resurgence of TB during the 1980s also is attributable to inadequate public

funding for TB control by the federal, state, and local governments? In 1981

Congress created a categorical grant program to state and local governments for TB

control with section 317 of the Public Health Service Act? However, this grant

program was not funded at authorized levels until 1992. For example, the program

was authorized at $9,000,000  in federal fiscal year 1982 but only $1,000,000  was

appropriated; in federal fiscal year 1991 $36,000,000  was authorized but only

$9,109,000  was appropriated. During federal fiscal years 1992 and 1993 $15,321,000

and $73630,000 was appropriated respectively, with authorization in both years set at

such sums as necessary.55

Based on the results observed in New York City and other areas, DOT

programs have been successful in the control and treatment of TB. Similarly, nursing

case management offers a comprehensive approach to TB treatment, assigning

outreach workers, initiating DOT, and assisting the TB patient with any necessary

services to ensure compliance with therapy. According to the responses to the survey

conducted for this study, public health departments in all states reported the use of

DOT programs and most states utilized nursing case management.

The increased use of nursing case management, TB outreach workers, and

DOT programs to treat and control TB may require increased public health

expenditures during the short term in a political environment of contracting public

n resources. However, the costs of the resurgence of TB has been projected at $20,000

per case in 1990 dollars? Each hospitalization for multi-drug resistant TB can cost
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,P $200,000, which is the equivalent to the cost of providing DOT to 700 TB patientsn

Each dollar spent on TB control programs produces savings of three to four dollars in

averted TB treatment costs, with even greater savings produced by controlling multi-

drug resistant TB.58 Hence, nursing case management, DOT, outreach workers and

other TB control efforts are highly cost/effective? Evaluating TB patients for

eligibility for Medicaid, Medicare, and the Ryan White programs can provide resources

to care for people with TB. The home and community-based care programs funded

by Medicaid and by Title II of the CARE Act can be especially helpful to public health

departments in the fight against TB, covering case managers, outreach workers, and

the health professionals for DOT programs provided to eligible people with TB.

The results of the survey conducted for this study indicate that public health

departments in almost all states are implementing the programs and policies that TB

experts advocate to control this disease. The implementation of these TB policies and

programs, combined with dramatically increased federal funding for TB control during

federal fiscal year 1993, may help to explain why the incidence of TB resumed its long

term decline in the United States in 1993 after a decade of resurgence. The

resurgence of TB in the United States during the 198Os, however, illustrates that the

danger of TB to the nation’s health is a constant threat. Utilizing Medicaid, Medicare,

and the programs funded by the Ryan White CARE Act can provide additional

resources to fund case management, directly observed therapy, outreach  programs,

and other services that are effective at combatting TB among people with HIV

infection.

P
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Chapter 11
Summary and Conclusions

Objectives

The objectives of this study are to describe and analyze a range of state-

administered, government programs available to cover and finance the health care

needed by people who are infected with the human immunodeficiency virus (HIV).

The study focuses on: Title II programs of the Ryan White CARE Act; Medicaid 2176

home and community-based care waivers; state-funded, non-Medicaid, medical

assistance programs (MAP); and the actions of state health departments that address

the incidence of tuberculosis (TB), especially among people with HIV illness. The

research also presents assessments that administrators of AIDS service organizations

(ASOs) at the state and local level have about how well each of these state-

administered public programs (as well as the federal Medicare program) addresses

the health care needs of people with HIV in their states.

Survey Results

The project collected data on these state-administered public programs with a

series of nine separate surveys that were mailed to program administrators in each

state during 1995 through 1997. These surveys of the administrators of the various

state-administered public programs identify states that have developed innovative

policies to assist people with HIV gain access to needed health services. These

innovative policies can then be used as models to assist other states in the

rrc development of similar AIDS-related policies for their states.
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Title II Programs

The Ryan White Comprehensive AIDS Resource Emergency (CARE) Act

became law in August, 1990 with the objective to improve both the quality and

availability of care for people with HIV disease and their families. Tile II of the CARE

Act allows states to allocate funds among any or all of four areas: to cover home-

based health services; to provide medication and other treatments; to continue private

health insurance coverage; or to fund HIV care consortia.

Title II Funding Allocations. The study presents how the states are allocating

Title II funds, with most states spending the largest share of Tile II funds on HIV

consortia.a  Among the programs and services that Title II administrators considered

to be most effective at meeting the care needs of people living with HIV are: the HIV

consortia; the HIV/AIDS DAPs; case management; and various home health services.

The Title II administrators in most states expect the number of Title II beneficiaries to

increase. If federal funding for Title II programs does not increase to keep pace with

the increasing number of people expected to receive Tile II benefits, then the Title II

programs may not be able to provide services for all eligible people.

Consortia. The study identified a range of medical and support services that

the HIV consortia funded by Tile II provided during 1995 in the various states. Among

the most effective consortia services identified by the study are: case management,

primary medical care, drugs/medication, dental care, and home care. However, as

the response from a Title II administrator in Florida summarized: “a single service

Y-=-L a The Title  II surveys were completed before the approval by the Food and Drug
Administration of the protease  inhibitors. The expense of these new drugs, when used
in combination therapies, may change this allocation of funding among Tile  II
programs.
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f-- cannot be identified as [most effective]. It is the continuum of care that makes Title  Ii

effective - the broad array of services covered [in Florida].” The services identified in

Table 2-3 in the Final Report of this study offer examples of the broad array of medical

and support services that comprise the continuum of care needed by people with HIV

illness to guide the HIV consortia funded by Tile  II.

The study also identified the medical and financial criteria necessary for

individuals to become eligible for HIV consortia services. The study documents that

the state Title II programs have established generous income eligibility standards for

services provided by HIV consortia, especially when compared to Medicaid eligibility

standards. Hence, HIV consortia funded by Tile II can provide services to people

infected with HIV who have incomes too high to become eligible for Medicaid ’

,P coverage.

To coordinate HIV consortia programs with the state Medicaid programs,

Medicaid representatives serve on Title II boards and committees in a number of

states. In addition, case managers can assist individuals who have HIV disease with

the Medicaid eligibility process. This role for case managers is important because a

number of state AIDS program directors identified the Medicaid eligibility/application

process as a barrier to the coordination of Medicaid with the Title II programs.

Another barrier to Medicaid/Title II integration and coordination mentioned by AIDS

program directors in a number of states is the administrative separation of the two

programs in different  state agencies. Coordinated meetings and cross-training

programs can help overcome the integration problems created by this separate

P administration of the Medicaid and Title II programs.
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Generous eligibility criteria and coverage of a broad array of medical and

support services by HIV consortia allow these Title II programs to strengthen the

public-sector safety net for financing the care needed by people with HIV-related

illness. HIV consortia funded by Tile II provide needed care to people with HIV

disease before they become eligible for Medicaid or Medicare.b

,r-.

HIV/AIDS Drug Assistance Programs. Most Tile It-funded DAPs  had

formularies, with the number of drugs included ranging as high as 191 medications in

New York during 1995. The decision to add new drugs to the DAP formulary is made

by a board, panel, or committee in most states, with a number of states noting that the

cost of medications or the availability of funds affects these decisions. Although it

would allow health providers to prescribe the most appropriate drug therapies, the

DAPs in some states do not allow the off-label use of medications.

The study also identified the medical and financial criteria necessary for

individuals to become eligible for DAPs. The study documents that the state Tile II

programs have established generous income eligibility standards for services provided

by DAPs, especially when compared to Medicaid eligibility standards. Hence, DAPs

funded by Tile  II can provide drug therapies to people infected with HIV who have

incomes too high to become eligible for Medicaid coverage.

b For a person with HIV illness to become eligible for Medicare requires meeting
eligibility criteria for Social Security Disability Insurance (SSDI), including
disability status, sufficient work-related history, and a 29-month waiting period (5
months from disability status for SSDI payment to begin, then 24 additional
months for Medicare coverage to begin). (See Baily, M., Bilheimer, L.,
Woolridge, J., Langwell, K., and Greenberg, W. “Economic Consequences for
Medicaid of Human lmmunodeficiency Virus Infection.” Health Care Financinq
Review (1990 Annual Supplement): 97-108.

2 0 8



P DAPs funded by Title II in a number of states cover the prescription drug needs

of Medicaid recipients with HIV or AIDS in excess of the Medicaid limits implemented

in these states. However, the DAP in South Carolina responded that due to the lack

of funds it can no longer cover the drugs needed by Medicaid recipients with HIV or

AIDS that exceed the drug utilization limits implemented by the Medicaid programs in

that state. DAPs also can provide drug coverage to people with AIDS or HIV who are

in the process of becoming eligible for Medicaid benefits.

DAPs in a number of states reported the use of waiting lists. Given the

encouraging results of the new protease  inhibitors in treating HIV infection, and the

$12,000 to $15,000 annual cost of these and other drugs per person when used in a

combination therapy or a “three-drug cocktail”, the DAPs funded by Ttie II will face

c~ increasing fiscal pressures (Altman, 1996; Winslow, 1996). In fact, some states are

already tightening eligibility, reducing the number of covered drugs, or implementing

copayments (McGinley,  1996). If federal funding for Tile II programs in the future

does not keep pace with the expected increase in the number of people eligible for

Title II services, and the costs of services provided, then the public-sector safety net

for financing HIV-related care will be weakened.

Home and Community-Based Care. The study identified a range of home

and community-based care services funded by Title II in various states during 1995.

Among the most effective services identified by the study are: case management,

personal/attendant care, homemaker/chore services, home I.V. therapy, and

transportation.

- Coordination of the Title II programs with the Medicaid Home and Community-

Based Care Waiver programs will increase the range of services available to people
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P with AIDS and HIV infection while conserving limited Title II resources. Contracting

with Medicaid-certified providers of home and community-based services will allow the

Title II programs to promote the continuity of care as patients become eligible for

Medicaid, as well as help assure that Title II is the payer of last resort.

Health Insurance Continuation Programs. In all states implementing the

health insurance continuation program with Title  II funds, the programs cover health

insurance premiums, with a few states also covering copayments, coinsurance, and/or

deductibles. The study documents that the state Tile II programs have established

generous income eligibility standards for assistance provided by the health insurance

continuation programs. Hence, the health insurance continuation programs funded by

Tile II can provide coverage to people infected with HIV who have incomes too high

/^: to become eligible for Medicaid coverage.

Title II Summary. Generous eligibility criteria and coverage of a broad array of

health services by the programs funded by Title II of the CARE Act strengthens the

public-sector safety net for financing the care needed by people with HIV-related

illness. Tile II programs provide needed care to people with HIV disease before they

become eligible for Medicaid or Medicare. Generous eligibility criteria (or no income

restrictions in some states), however, can become a double-edged sword. If federal

funding for Title II programs is not sufficiently  increased to keep up with the increasing

number of people expected to receive benefits from Tile II programs, or if future

federal Medicaid reform allows the states to establish even more restrictive Medicaid

eligibility standards, then the Tile II programs may not be able to provide services for

n/ all eligible people. This could result in the use of waiting lists, reduced services, some

other forms of rationing, or the implementation of more restrictive eligibility criteria. For
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f- example, the DAPs funded by Title II of the CARE Act in a number of states have

implemented waiting lists for people to receive medications because funding is not

adequate to meet the need for this coverage. If federal funding for Title II programs in

the future does not keep pace with the expected increase in the number of people

eligible for Title II services, then the public-sector safety net for financing HIV-related

care will be weakened.

Medicaid Home and Community-Based Care Waivers

The Medicaid Home and Community-Based Care Waiver programs allow the

states considerable flexibility in defining the groups of people to be served and the

range of services to provide. These waivers allow the states to implement innovative

programs to provide community-based, long-term care to people with AIDS. Given

their disability status, people with AIDS who meet the more generous eligibility

standards established for these waiver programs may receive services from the

Medicaid Home and Community-Based Care waiver programs for the Elderly and

Disabled or from a-separate waiver for the Disabled (Buchanan, 1996).’  In addition,

15 states and the District of Columbia (implemented in December, 1996) have

established AIDS-specific Medicaid Home and Community-Based Care waiver

programs and Maine expects to implement this AIDS-specific waiver during 1997.

Case management services are advocated as critical to the care of people with

AIDS, with the role of the case manager extending beyond the coordination of health

services to include helping people with AIDS cope with their social and emotional

needs. As Tables 6-1, 6-3, and 6-5 in the Final Report for this project demonstrate,

’ These waiver programs for the disabled, however, are limited in many states to
the developmentally disabled.
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r‘; the Medicaid Home and Community-Based Care waiver programs for people with

AIDS, the Elderly and Disabled, and for the Disabled offer case management services

in most states. Case management was identified by Medicaid administrators in the

survey conducted for this research as among the most effective waiver services

provided to people with AIDS. Other services provided by these waiver programs that

the Medicaid administrators identified as most effective at meeting the care needs of

people with AIDS are: personal care, homemaker services, assistive technologies,

emergency response, medical social services, in-home and inpatient respite care,

counseling, home intravenous therapy, nutritional counseling and supplements,

attendant care, hospice care, home-delivered meals, and unlimited prescription drug

coverage. (See Tables 6-2, 6-4, and 6-6 in the Final  Report.) State Medicaid

programs not administering the AIDS-specific waiver program can include these

services in their waiver programs for the elderly and disabled. Since people with AIDS

are typically eligible for these waiver programs due to their disability status, even states

without the AIDS-specific waiver can then offer Medicaid recipients with AIDS a broad

range of needed home care and community-based services.

State-Furided  Medical Assistance Programs

r‘

A number of states implement state-funded MAPS to provide health care to low-

income people. However, a review of the literature revealed no published papers that

describe these programs. A two-step survey process was used to ident’@  states that

implemented state-funded MAPS during 1997 and to collect data describing eligibility,

coverage, and payment policies for these programs.

Typically, requirements for MAP eligibility are restrictive but the range of health

services covered tends to be comprehensive in most states. MAP payment levels for
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the health services included in the study typically are less than the Medicaid payment

level, which may make it diicult for MAP beneficiaries to gain access to these

services. In spite of these eligibility and payment level restrictions, these state-funded

MAPS can provide health coverage to people with HIV disease who lack other health

insurance. As Table 7-2 in the Final Report illustrates, most of these state-funded

MAPS cover a comprehensive range of health services needed by people infected with

HIV, including acute care services and prescription drugs, as well as necessary home

and community-based care and support services.

AIDS Service Organizations

Public programs are the primary payers for the health and care-related services

provided to people with HIV. The coverage, payment, and utilization policies

implemented by these public programs affect the care that people with HIV receive.

‘ASOs were surveyed to identify effective services covered, and effective services that

are not covered, by these public payers of HIV-related care, as well as to identify

problems that people with HIV illness have with these programs.

As Table 8-1 in the Final Report illustrates, the state Medicaid programs cover a

range of health services that meet the needs of people with HIV, with prescription drug

coverage mentioned most frequently by the ASOs. However, a number of states place

restrictive utilization limits on these health services (for example, three prescriptions

per month), often below the levels needed by people with HIV illness. Table 8-l in the

Final Report also presents effective health and care-related services that the state

Medicaid programs do not cover. All of these services can be provided with the

Medicaid home and community-based care waiver programs for people with AIDS/HIV

and for the elderly and disabled (people with AIDS can access this programs due to
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their disability status). Expanded use of these waiver programs would allow the state

Medicaid programs to target effective health and care-related services to people with

HIV illness. In addition, due to more generous income eligibility standards, it is easier

for people with HIV to qualify for these waiver services than for traditional Medicaid

coverage (Buchanan, 1996).

Table 8-2 in the Final Report presents effective health and care-related services

provided to people with HIV that are funded by Tile II of the Ryan White CARE Act. In

addition to prescription drugs and physician services, the Title II programs offer

support-related services such as food and nutrition, transportation, alternative

therapies, mental health and support groups, adult and child day care, and legal

services. Limited funding for Tile II programs was the problem most frequently

P identified by the ASOs. A number of ASOs also mentioned a lack of awareness of

Title II programs as a problem for people with HIV illness.

As Table 8-3 in the Final Report summarizes, the ASOs  identified a blend of

both health care and social services funded by Title I of the Ryan White CARE Act as

most effective at meeting the needs of people with HIV illness. One AS0 responded

that the Tile  I program in its service area does not cover support services for family

and friends of people with HIV disease, with these people feeling “left out.” Another

AS0 reported the lack of transportation to care results in the loss of care.

As Table 8-4 in the Final Report presents, the Medicare program covers a range

of health services necessary for the treatment of acute illness, except for prescription

drugs. Given the success of the combination drug therapies in combatting the

progression of HIV disease, the ASOs identified the lack of Medicare coverage of

prescription drugs as a major problem for people with HIV illness. One AS0
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P responded that if Medicare was “the only health insurance a disabled person has, lack

of access to medications is a significant problem.” Another AS0 noted that given the

focus of Medicare coverage on acute care/medical care, the lack of Medicare

coverage of support services is a problem for people with HIV disease. The length of

time for Medicare eligibility (29 months) is a severe problem for people with HIV illness.

Medicare cost sharing responsibilities can be more than most people with AIDS can

afford.

One AS0 responded that the Title II programs need to address the concerns of

people who may recover from HIV-related disability with job and re-education

programs. Given the success of the combination drug therapies in combatting the

progression of HIV disease, all public programs covering HIV-related care, not just the

P CARE Act programs, will need to address the health and care-related needs of people

who recover from HIV-related disability. If people recover from HIV-related disability,

will they lose their disability status? This disability status, for example, is a key element

of eligibility for Medicaid coverage. Without this coverage, will they still have access to

the combination drug therapies and other health and care-related services that led to

their recovery? The eligibility of people who recover from HIV-related disability for

public programs will become an increasingly important issue in the near future as new

developments in drug therapies and other treatments combat the progression of HIV

disease.

Tuberculosis Control Policies

Incentives and Enablers for Compliance with TB Drug Regimens. The

r* results of the survey conducted for this study indicate that public health departments

in almost all states are implementing the incentives and enablers that TB experts
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/---\ advocate to encourage patients to comply with drug regimens in efforts to control this

disease. The implementation of these TB incentives, along with public health

screening and treatment programs combined with dramatically increased federal

krnding  for TB control during federal fiscal year 1993, may help to explain why the

incidence of TB resumed its long term decline in the United States in 1993 after a

decade of resurgence.

Public Programs to Fund Treatment Services. Aggravating and enhancing

the threat of TB in the United States has been the emergence of AIDS. The spread of

TB among people with AIDS has important public health consequences because TB

may be the only AIDS-related disease that can be transmitted to people who are not

infected with HIV (Hopewell, 1992). With the increasing incidence of AIDS in the

United States, public health programs must be maintained and expanded to control TB

to protect the public health and the health of people with AIDS.

Based on the results observed in New York City and other areas, DOT

programs have been successful in the control and treatment of TB. Similarly, nursing

case management offers a comprehensive approach to TB treatment, assigning

outreach workers, initiating DOT, and assisting the TB patient with any necessary

services to ensure compliance with therapy. According to the responses to the survey

conducted for this study, public health departments in all states reported the use of

DOT programs and most states utilized nursing case management.

The increased use of nursing case management, TB outreach workers, and

DOT programs to treat and control TB may require increased public health

,n expenditures during the short term in a political environment of contracting public

resources. However, each dollar spent on TB control programs produces savings of
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/I three to four dollars in averted TB treatment costs, with even greater savings produced

by controlling multi-drug resistant TB Institute of Medicine, 1992). Hence, nursing

case management, DOT, outreach workers and other TB control efforts are highly

cost/effective (Frieden, et al., 1995).

Evaluating TB patients for eligibility for Medicaid, Medicare, and the Ryan White

programs can provide resources to care for people with TB. The home and

community-based care programs funded by Medicaid and by Title II of the CARE Act

can be especially helpful to public health departments in the fight against TB, covering

case managers, outreach workers, and the health professionals for DOT programs

provided to eligible people with TB.

The results of the survey conducted for this study indicate that public health

departments in almost all states are implementing the programs and policies that TB

experts advocate to control this disease. The resurgence of TB in the United States

during the 198Os, however, illustrates that the danger of TB to the nation’s health is a

constant threat. Utilizing Medicaid, Medicare, and the programs funded by the Ryan

White CARE Act can provide additional resources to fund case management, directly

observed therapy, outreach programs, and other services that are effective at

combatting TB among people with HIV infection.

Policy Implications

This study creates a state-by-state archive of state-administered health

programs available to people with HIV. These data help identify any holes in the

public-sector safety net of health coverage for people with HIV-related conditions and

/-. identify other state-administered programs that help close these gaps in coverage.

Successful innovations developed by individual states that develop a comprehensive
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,r- range of state-administered programs can serve as models to guide other states in

developing AIDS-related policies that assure all people with HIV have access to

necessary social and health services.

Conclusions

Given the success of the combination drug therapies in combatting the

progression of HIV disease, all public programs covering HIV-related care will need to

address the health and care-related needs of people who recover from HIV-related

disability. If people recover from HIV-related disability, will they lose their disability

status? This disability status, for example, is a key element of eligibility for Medicaid

coverage. Without  this coverage, will they still have access to the combination drug

therapies and other health and care-related services that led to their recovery? The

P eligibility of people who recover from HIV-related disability for public programs will

become an increasingly important issue in the near future as new developments in

drug therapies and other treatments combat the progression of HIV disease. The

recovery from HIV-related disability and adequate funding for public programs to

provide health coverage to people with HIV are among the most important HIV-related

issues in future public policy debates.
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Appendix 1:
List of Publications Resulting From the Study

Published:

R.J. Buchanan. “Tuberculosis and HIV Infection: Utilization of Public Programs to
Fund Treatment Services,“ AIDS AND PUBLIC POLICY JOURNAL, Vol. 12, No.
4, 1997, forthcoming.

R.J. Buchanan and B. Chakravorty. ‘The Medicaid Home and Community-Based Care
Waiver Programs: Providing Services to People with AIDS,” HEALTH CARE
FINANCING REVIEW, Vol. 18, No. 4, 1997.

R.J. Buchanan. ‘The Ryan White CARE Act: The States’ Allocation of Tile  II Funding
Among Programs,” AIDS AND PUBLIC POLICY JOURNAL, Vol 12, No. 3, 1997.

R.J. Buchanan. “Compliance with TB Drug Regimens: Incentives and Enablers
Offered by Public Health Departments,” AMERICAN JOURNAL OF PUBLIC
HEALTH, Vol. 87, No. 12, 1997.

R.J. Buchanan. “Health Insurance Continuation Programs Funded by Tile II of the
Ryan White CARE Act: A Survey of the States,” AIDS AND PUBLIC POLICY
JOURNAL, Vol. 12, No. 2, 1997.

R.J. Buchanan. “Home and Community-Based Care Funded by Tile  II of the Ryan
White CARE Act: A Survey of the States,” AIDS AND PUBLIC POLICY
JOURNAL, Vol. 12, No. 1, 1997.

R.J. Buchanan and S.R. Smith. “Drug Assistance Programs Funded by Title II of the
Ryan White CARE Act: A Survey of the States,” AIDS AND PUBLIC POLICY
JOURNAL, Vol. 11, No. 4, 1996.

R.J. Buchanan. “Consortia Services Funded by Title II of the Ryan White  CARE Act:
A Survey of the States,” AIDS AND PUBLIC POLICY JOURNAL, Vol. 11, No. 3,
1996.

Under Publication Review:

R.J. Buchanan. “State-Funded Medical Assistance Programs: Sources of Health
Coverage for People with HIV Illness.”

R.J. Buchanan and B. Chakravorty. “Assessments of the Coverage of HIV-Related
Care by Public Programs: A Survey of AIDS Service Organizations.”

.- Please do not quote or distribute data from the two articles under publication review.
Please contact the principal investigator for publication developments, or for citation
suggestions, concerning the chapters under publication review.
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Appendii 2
Tabte 87

Expendiiures for Servtces  Provided to Waiver Recipients at the Acute Levet
with the AtDS-Specib,  Home 8 Community-Based Care Waivers

(Annual Report on Home and Community-Based  Servkes Waivers)

I

Marytand I Marytand  does not have an AtDS-specific,  Medicaid Home and Community-Based Waiver, but implements the I

Missouri
(lag report)
New Jersey

program “HIV Targeted Case Management Services”. (See Table 5) This  program served 780 people during 1994.
$9,122/98 $14.15755 $8.157.75 $4.47258

7Kwxwl3olg4 7/01- 7nn193-6/30/94 7/01-
HCFA 37 Lag Report not available at the tiy of the survey due to a change in fiyt agents

New Mexico
jnitial  report)
North Carotina

Pennsytvania

I I 1

$11,777 I $7,907 81,888 I $1,469
(07/olf91- 08/30&2) (07Kw% - ow3w82)

North Carolina will implement an AIDSapecib,  Medicaid Home and Community-Based Waiver effective 1 l/l/95
I I I

not available not available not available not available
(initial report)

South Carolina
(initial report)
Virginia

I I
(04/01/93-  03/31/84) (04/01/93  - 03Ewg4)

not applicable I not applicable not applicable I not appticabie
(10/81/93-oY3o&4) (10/01/93-ow3o/94)

not available I not available not available
I

not available
I I I

Washington $15,871 I $12,348 $8,748 I $11,241
(lag report) (07/01/92  - 06/30/93) (07/01/%? - 08/30/%)
Source: Robert J. Buchanan, Ph.D., Department of Community Health, University of Illinois, a 1995 survey of the state Medicaid programs. Thii research
was funded by a grant from the Heaith Care Financing Administration, U.S. Department of Health  and Human Services (grant # 18-P-9M88E-01).
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Expendiiures  for Services Provided to Waiver Recipients at the Nursing Facility Level
with the AlDS-Specif~~,  Home 8 Community-Based Care Waiver6

(Annual Report on Home and Community-Based Sewices  Waivers)
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